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HIV Case Surveillance
AIDS POLICY A I AVA/

Debate Continues Over How States Should Track HIV Cases
'HicWtalilaeton State Boaxd of _____ ________________The Wiulilaetoii State BcNUd of Heelth la moving to 

draft an HIV case surveillance ^stein that relies on the 
names of Individuals who test positive.

The board voted 7-0 with two abstentions Oct. 14 to 
begin the process of adding HIV to , the list of reportable 
communicable diseases. The board plans to review the 
draft rule at Its Nov. 12 meeting.

Anonymous testing would stlU be allowed, hut once a 
person sought treatment, his or her name would be 
added to the state HlV registry, AIDS cases are already 
recorded by name.

The vote represents a setback for advocacy groups in 
the state who came close earher this year to persuading 
the state Legislature to pass a bill to track HlV cases by 
use of a unique identifier. In­
stead of names.

The Governor's Advisory 
Council on mv/AZDS voted 
14-4 in January to recom­
mend a surveillance system 
based on unique identtners.
The state House passed the 
bill, but the Senate let it die 
upon adjournment.

Led by the Northwest 
AIDS Fonndatlon, oppo­
nents of name-based report­
ing tried to enlist Oov. Gaiy 
Locke’s support, but Locke 
left it up to the state Board 
of Health to decide.

Disappointed by the turn 
of events, the foundation 
now win begin educating cli­
ents about names reporting 
and informing them about 
the option of anonymous
testing, public policy director Steven Johneon said.

Thlrly-one states already require phsrslclans and labo­
ratories to report adult HIV cases to public health de­
partments. Only two of them. Maryland and Texas, rely 
on unique Identifiers. The rest use patient names. Thxas 
Is planning to switch to names next year.

In recent months. New York moved toward names re­
porting; Massachusetts and Illinois have embraced 
unique identiflers. California's governor recentiy vetoed 
legislation that would have created a code-based ^stem.

Here's a rundown on where some of the remaining 
states stand;

Cenneetleut
A 15-member state task force has been meeting 

monthly to examine the Issues and report back to the

State Policies on HIV Reporting
Where the states starrd on HIV cssa surveillance;
■ Existing policy using nsmas: Alabama, Arizona, Ar­

kansas, Colorado, Rorida. Idaho. Indiana, Iowa, Louisiana, 
Michigan, MIrtnesota, Missiaaippi, Missouri, Nebraska, Ne­
vada. Now Jersey. Now Mexico. North Caroiina, Nonh Da­
kota, Ohio, Oklahoma. South Carolina, South Dakota, Ten­
nessee. Utah, Virginia, West Virginia. Wisconsin. Wyoming.

■ Existing policy using unique identlftorii: Maryland. 
Texas

■ Moving toward name-based reporting: Alaska, 
Delaware, Kansas, Kentucky, New Hampshire, New York, 
Oregon, Texas, Washington.

■ Moving toward unique identifiers: Hawaii, Illinois, 
Massachusetts.

■ Moving toward case surveillance, but undecided 
about method: Conneedieut, District of Columbia, Georgia, 
Maine, Montana. Pannsylvania. Rhode Island, Vermont.

■ StatuaimcenainiCaUfomia.

Deportmeat of PubUc Healfh, state AIDS director Beth 
VelnatBlii said.

The task force hasn't taken any votes. No decisions 
have been made. No conclusions have been ruled in or 
out,' Weinstein said.

District of Columbia
The District s AIDS Advisory Committee has created 

a five-member subcommittee to racamlne the options, but 
officials have not made any decisions, said Jean 
P^cott, spokeswoman for the Department of Health.

It B not an easy issue for communities, because of 
concern about breaches of confidentiality and the idea 
that Big Brother is watching you.* she said.

Papscott said the depart­
ment is looking for guidzuice 
ftom the Centem for Dlaeaae 
Control and Prevention - 
and for money. The cash- 
strapped District government 
cannot easily afford to em­
bark on a surveillance pro­
gram that would require the 
hlnng of additional staff.

"We just don't have the fi­
nances for It," she said.

Georgia
The state Division of 

Public Health has made no 
decision on whether to use 
names or unique Identifiers 
In a luture HlV case surveil­
lance system, spokes­
woman Bernadette Burden 
said.

Officials have been holding 
public forums across the state for the past two months, 
and fact-gathering will continue well for some time. Bur­
den said.

It may be spring or early auiiuner before a case sur­
veillance ^stem Is In place.

PubHc health officials have gotten an earfiil at the fo­
rums. Almost all who spoke at a meeting Sept. 15 In 
Macon were against using nazhes. Thiy feared name 
reporting would scare away people from getting tested.

Among thosg speaking in opposition to name report­
ing were Sidney Wataom, a law professor at Mercer 
University who speclallres in public health law. and 
Btephen Scarborough, an attorney with w^gmi
Defense and Bdncetlon Pund.
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Dr- Harold Katnn. a member of the-state'e AIDS l^k 
Force and an HIV specialist, said states that use coded 
Idenufiera Instead of names had trouble coUectine com­
plete data,-

Kentucky
Since 1990, existing law has allowed physicians to 

notify state health ofQciaJs of positive test results using 
the patient's Initials and date of birth, but reporting is 
not required.

As of June 1998, 2,375 HiV cases have been added to 
the rolls, but It's not known how many are duplicates 
and how many infections aren't being reported.

"It's not really a unique Identlfler system." said MolUe 
Adklna. AIDS surveillance coordinator for the state De­
partment of Health Service. 'It s not a very good way 
to do HIV case reporting."

Adkins said the department plans to develop *\ifithln 
a few months" a proposal for HlV case survelDancc based 
on names.

The change requires approval of the state Legislature, 
which does not meet until January 2000.

Officials aren’t sure whether the names of those al­
ready diagnosed as HlV-posltlve would be added to the 
new registry. Adkins said trying to track down the iden­
tities of individuals from their initials and birth dates 
would be a daunting logistical challenge.

Kansas
A state lawmaker tried earlier this year to attach a 

name-reporting policy to an appropriations bill (see AIDS 
Policy A, Law. April 17, page 16), but his colleagues 
shelved debate until 1999.

When the Legislature meets In January, the Department 
of Health and Environment will present a bill calling for 
name-based reporting, said Kail director of the
AIDS section in the Bmean of Pj^eHar ControL 

“We are having surprisingly little resistance from our 
communities," Mflhon said. They don't like it. but they 
recwgnlac the need for keeping track of HIV cases. ... ITje 
boctom-Une Issue is that people aren't against name re­
porting of HIV cases. The issue Is confidentiality."

Mllhon said Kansas law already has numerous pri­
vacy protections.

Maine
state public health officials are conducting meetings 

through December to gauge community reaction to HIV 
case surveillance. At this point, no decision has been 
made whether to recommend names or unique Identifi­
ers. said SsUy-Lon Patteraon, director of the state HIV/ 
STD program.

Any change in reporting policies would be done by 
administrative rule.

A new rule could be in place in earfy 1999. after 
public comment period, she said.

New Hampshire
Since 1996, the Granite State has been tracking the 

names of people whose CD4+ T-ceJl counts fall below 
500 and Is now beginning the process of moving toward 
reporting all HIV cases, said David Apotte, chief of HIV/ 
STD surveillance.

Ayottc said a town meeting 1s scheduled for late fall 
OTd im administrative rule could be in place by early to

Ayotte would prefer a national names-based system. 
He said a majorifyo/New Hampshire's HIV patients travel 
to Boston for testing or treatment. If Massachusetts goes 
to a unique Identifier system, their names won't appear 
on any New Hampshire registry unless they seek treat­
ment locally.

Oregon
The sUte currently has name-based HIV case survell- 

lancc, but only for children under age 6. Physicians send 
positive HIV test results of adults and adolescents to slate 
health officials on an anonymous basis, making It im­
possible to weed out duplications or conduct follow-up 
surveillance.

The state Bealtli Division has unveiled a proposal 
for name-based reporting of all HIV cases, but first will 
consult with the communlfy in a series of meetings in 
October or November, said Steve Mondesltt, surveil­
lance manager.

''Whatever comes out of the advisory process will su­
persede the proposal," Mondesltt said. "A few people are 
Ideologically adamant against names reporting, but I 
don’t see It as a broad-based optolon. as much as it is a 
case of opinions of people who matter."

Mondesltt hopes the meetings will build a consensus 
for name-baaed reporting.

policy could be In place as early as Januaiy

Pennsylvania
Officially the state Departaeat of Health has no po­

sition on whether HIV case Burvelllance would be con­
ducted by names or unique identifiers, but activists op­
posed to name reporting fear the decision already has 
been made.

At a news conference Oct. 5. several groups Insisted 
tracking the epidemic by names would discourage people 
from getting tested.

Among the groups lining up against names reporting 
are the PUladelphla AIDS ActtvlUes Coordinating 
Office, which coordinates public HIV services in a nine- 
county region; ACT UP; several community-based ser­
vice organizations in the Philadelphia area, and the 
American Civil Ubertlea Union. □

AIDS Policy & Law 
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Discrimination
Appeals Court Set 
To Re-Examine 
Dental Bias Case

The next phase of dentist Randoii 
BrftgdOD's defense of his refusal to treat 
an HlV'poaltlve patient in his dental of­
fice Is about to unfold.

The U.S. Supreme Court decided In 
June that the patient, Sidney Abbott, 
Was protected under the Americana 
with DlsablllClce Act because of her HIV 
infection.

However, the court sent the case back 
to the 1st U.S. Circuit Court of Appeals 
to reconsider whether Bragdon was le­
gally justlfled for not treating Abbott in 
his office on the grounds that he might 
become Infected accidentally.

Now, the 1st Circuit is moving closer 
to making a decision on that question. 
The result could have important rami­
fications for health-care providers and 
patients alike.

For Bragdon, the issue is whether a 
health-care provider should be able to 
use his or her professional Judgment 
In deciding how best to administer care 
to a patient who has an infectious dis­
ease.

He insists that there is enough cred­
ible medical evidence to show that he 
acted properly In refusing to fDl the cav­
ity in Abbott's tooth and seeking Instead 
to perform the procedure In a hospital, 
which he believed would have better 
safeguards.

Abbott, on the other hand, sees the 
Bltuatlan as one of unreasonable fear 
masquerading as professional judg­
ment. If Bragdon prevails. Abbott's

(See DENTAL on page 10)

Panel Urges Universal Testing 

Of Pregnant Women for HIV
HfV tests should be given to eveiy pregnant woman, and should no 

longer be contingent on the extenelvc pre-cest counseling now part of 
standard protocols, a committee of the Institute of Hedldne said 
Oct. 14.

The goal of the new policy Is to reduce many of the barriers that 
currently keep women from being tested, said the panel's chair, Dr.
ICsTle McCormick, a professor at the Harvard School of Public 
Heslth.

Patient counseling is “simply too onerous' for health-care provid­
ers to undertake for all their patients, McCormick said. As a result, 
many physicians feel they must choose between exercising Indepen­
dent judgment about who should be tested, or they simply do not test 
patients they perceive to be at low risk.

"With either choice, providers run the risk of falling to detect a preg­
nant woman who is Infected with HIV," MeCormlck said.

The conclusions were contained in a report sent to Congress on 
strategies for reducing perinatal transmission of HIV, They were pre­
pared by a panel of 13 physicians, epideralologists and ethiclsts

(See PREGNANT on page 6)
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PREGNANT (continued from page 1)

convened by the institute, which advises the federal gov­
ernment on policy issues.

The committee's central recommendation calls for 
adoption of a national policy of universal HIV testing, 
with patient notification, as part of the standard battery 
of blood teste given to pregnant women as part of prena­
tal care.

Women would be informed that the HTV test was be­
ing conducted, but th^r would not receive counseling 
prior to the test Explicit written consent would not be 
necessary.

They would have the right to refuse testing. Doctors 
should not necessarily take the refusal as final, the re­
port said. Providers should assess the clinical circum­
stances and, in some cases, may wish to couirsel women 
later In prenatal care about the benefits of testing,

‘At its site viBits, the committee learned of many 
(n which pregnant women, later IdentHled as HIV-posl- 
tlvc, initially refused testing, but eventually agreed after 
repeated discussions with their provldesrs," the report 
says.

-Patlente who refuse testing should never be coerced 
or denied services, and providers should understand 
that for some women, a positive test may lead to severe 
consequences, such as discrimination, eviction from 
housing and domestic violence.’ the report adds.

Report Outlines Action Plan
The cost of routine testing would be low, if incorpo­

rated Into standard prenatal testing protocols. The com­
mittee estimated the cost at $3 per woman, which, when 
HIV seroprevaience rates are taken Into account, 
amounts to $51,100 per HIV case detected.

The woman can then take antiretroviral drugs to pre­
vent transmission to her offspring. The lifetime cost of 
treating one case of pediatric AIDS is estimated at 
$65,000 to $200,000, according to research studies.

To accomplish the goal of universal testing, the report 
spells out a series of actions to be taken:

■ Health-care plans should Implement policies to fa­
cilitate routine prenatal testing, and should track their 
success in conducting HIV sctaenlng.

The report urges the Nattondl Coniinlttee for Qnal- 
ity Aasuxanca, which monitors insurers' performance, 
to adopt standards for HIV screening of pregnant women. 
In addition. It asks states to upgrade their managed- 
care contracts for Medicaid providers. Only 18 states 
mention HIV in their contracts as of 1996, and only one, 
Florida, specifically assures Medicaid recipients access 
to antiretroviral therapy as outlined by the AIDS Clini­
cal Trial Croup 076 study.

■ Businesses and other organizations that purchase 
health care should support routine prenatal testing in 
their contracts with he^th-care insurers.

AIDS POLICY & LAW

■ Professional medical organizations should update 
their practice guidelines to recommend routine prena­
tal testing.
• Providers must be educated about the value of pre­

natal HIV screening and how to deal appropriately with 
those who teat positive. Thiy need to be aware, for ex­
ample, that false EUSA readings account for two-thirds 
of all positive tests In low seroprevaience communities. 
Confirmatory testing with Western blot or Immunofluo­
rescence reduces false positives to near^ zero.

■ Health olHcials need to Improve their outreach to 
pregnant women, to address concerns about testing and 
treatment.

■ Testing should be ‘seamlessly linked' to treatment 
for women found to be infected, and the care must be 
coordinated before, during and after dellvexy. Providers 
must take steps to ensure that the patient's confldenti- 
allly is protected, and that a patient is not forced to take 
a tesL

Role of the Public Sector
The public sector will play an important role in carry­

ing out a universal screening poUcy. the report says.
Although roughly 70 percent of women of chlld-bcar- 

Ing age have private health Insurance, usually through 
their employer, that Isn't the case with the subset of 
women at highest risk of HIV infection. They tend to have 
lower Incomes and less access to insurance.

About 61 percent of women with HIV depend on Med­
icaid for theJr medical care. Medicaid also p^s for the 
care of 90 percent of children with AIDS.

States have directed about half of their Medicaid re­
cipients Into managed-care plans, which the report says 
“may well affect the ability of persons with HTV to access 
services needed for their care."

An estimated 6.000 to 7.000 HlV-posltlve women give 
birth annually, or roughly 17 out of every 10.000 preg­
nancies. Perinatal transmission of HIV accounted for 
7,335 cases of pediatric AIDS reported to public health 
agencies since the epidemic began. Including 473 cases 
in 1997.

Three states - New York, New Jersey and Florida - 
account for nearly half of the nation’s perinatal infec­
tions.

Roughly 15 percent of HlV-lnfccted pregnant women, 
most of them drug users, receive no prenatal care.

Legislation May Be Needed
Moat States moved rapidly to implement the existing 

prenatal Hiv testing pohey. which was developed by the 
PetiMc Health Service in 1994. It calls for physiclanG 
CO offer HIV counseling and testing to all pregnant 
women, and urges them not to deny prenatal care to 
those who refuse.

(continued on next page)
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Afi of June 1998, only Idaho, Kansas and Vermont 
have neither laws nor policies on counseling and test­
ing of pregnant women, according to a study soon to 
be published by Lawrence Oostln of Ocoigetown Uni- 
venlty Law Center. The flndlngs appear In the lOM 
report.

State policies take various approaches. In California, 
for example, every prenatal provider must fay law offer 
Hrv information, counseling and testing, Texas law re­
quires physicians to conduct eui HIV test unless the 
woman objects. Only New York state mandates the test­
ing of newborns.

Next Step is Shalela's
Congress asked for the lOM report when it reautho­

rized the Ryan White CARE Act in 1996. The legislation 
requires the secretary of Health and Human Services to 
determine whether mandatory testing of newborns 
whose mothers have not undergone prenatal care has 
become “a routine practice."

If the answer Is yes, then states would have to reduce 
pcrmatal transmissions by 50 percent from the base year 
of 1993 If they are to continue receiving Title II Ryan 
White funding.

HHS Secretary Donna E. Shalala has yet to issue
-such a declaration.

"Right now, It’s currently under deliberation within the 
department," said Mona Brown, a spokeswoman for 
HHS' Health Resonrees and Services Admlnlatratlon, 
which administers the Ryan White program.

Reaction to the Report
The lOM report has drawn widespread praise, but 

some concerns were voiced also.
In a statement, an official of the Centers for Dleeaae 

Control end Prevention welcomed the recommenda­
tions.

"Despite dramade progress In recent years in decreas­
ing perinatal HIV transmission, far too many HlV-in- 
fected women are not provided the opportunity to get 
care for themselves and to reduce their child's risk of 
infection.' sedd Helene Oaylc, director of the National 
Center for HIV. STD and TB Frevantlon.

"CDC agrees with the Institute of Medicine’s conclu­
sion that mandatory newborn testing would not further 
the goals of perinatal HIV prevention." Gayle said. "Pro­
viding HIV-tnfected pregnant women the best chance for 
a healthy baby requires that they be reached early In 
prenatal care with the opportunity to learn their HIV sta­
tus and. if Infected, to benefit from therapy for their own 
health and for reducing the risk of transmitting HIV to 
their infant."

Oayle said pre-test counseling may need to play an 
important role In prenatal care.

"It is Important for a pregnant woman, particularly if 
she Is at high risk for Infection, to understand why she 
should be tested and what a positive test result might 
mean ior her baly," she said.

A leading congressional advocate of routine HIV 
screening for pregnant women praised the report.

"Wfe should have enacted this policy years ago," said 
Rsp, Tom Calmm. R-Okla. "But because we have put 
politics above good, public health, up to 8.000 babies 
that could have been saved since 1994 will needlessly 
suffer and die."

Cobum pointed out that the American Medical As- 
BOdatlan already has endorsed universal HIV screen­
ing for pregnant women.

"1 would call on the American College of Obstetri­
cians and GynecologlBtB. the American Academy of 
Pediatrics and AIDS advocates to follow the lead of the 
lOM and the AMA and put the health and lives of women 
and children above unfounded political arguments," he 
said.

Need for Counseling Seen
AIDS Action expressed its support for universal test­

ing. but voiced concern that without adequate safe­
guards and physldan training, the lOM plan could lead 
to coercion and abuse.

"Universal voluntary testing must be Implemented 
thoughtfully and with the intent of protecting the 
health of pregnant women, not tricking them into an 
Hrv test," said Daniel Zlngale, the group's executive 
director.

The AIDS Policy Center for Children, Youth and 
Families raised even stronger concerns.

"While We support many of the recommendations made 
in the report, we object to Its recommendation to lower 
HIV pre-test counseling and Informed consent standards 
for pregnant women." executive director David C. 
Harvey said.

"We were surprised, frankly, that the Institute of 
Medicine didn't hold doctors to a higher standard." he 
said.

MUdred WUhamson, president of the center and co­
ordinator of the women and children's HJV program at 
Cook County Hoapltal in Chicago, said current guide­
lines are working well.

"It is unethical to test a pregnant woman for HIV with­
out Informed consent." WlUlamson said. "Women must 
fully understand what an HIV test Is. and the implica­
tions Of a positive or negative result. It Is not enough to 
simply Inform women that they are being tested for HIV, 
and put the burden on them to ask questions." □

CONTACTS: A summary oi the report Is available at Iho Institute of 
Medicina's wab cite at www.itas.edu. A copy of the full 290-page report, 
Raduelng Ih0 Odds; Preventing Perinatal Transmission at HIV in the 
United States, is available for 54B.95 plus $4 Shipping charges by call­
ing (BOO) 824-6242.
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Statement on HTV Surveillance

After seventeen years and more than 400,000 deaths, AIDS seems almost unrecognizable from 
Its earliest and darkest days. When the epidemic began, there was little hope for infected 
individuals. Today, our nation’s investmeait has begun to yield impressive di\ddends. New 
^gs, better medical care, physidajis trained in HIV disease, and an effective community-based 
mfrawructure have transfonned the management of HIV. Thousands of infected individuals are 
now hving longer and healthier lives, and perinatal transmission has been dramatically reduced.

These advances pose a fundamental challenge to the system used to monitor and track the 
epidemic. They have, in fact, brought us full-circle, back to the beginning, when no one 
understood the direction, magnitude and gruesome toll of the epidemic. Since 1981, the system 
for monitoring the epidemic has relied on counting individuals who have AIDS. In the absence 
of effective treatment, AIDS surveiUance was a reasonable surrogate for HTV trends. However, 
the wide-spread introduction of combination therapies and greater access to medical care have ' 
helped thousands remain healthy and AlDS-fiee for longer periods of time. The current AIDS- 
based surveillance system is no longer an effective measure of the true extent of the epidemic 
Today, as in 1981, wc know little about HTV infection trends, and this lack of information is 
endangermg lives and undermining our efforts to fight the epidemic.

Sui^eUlanw data play a crucial role in battling the epidemic. Surveillance data help answer vital 
public health questions, such as the number of infected individuals in the United States, 
behawoal risk fectors for infection, and craerging trends among individuals with newly acquired 
infection. Surveillance data can also help assess the course of disease among the infected by 
monitoring health care usage, disease severity, number of deaths, and characteristics of those for 
whom treatment feils. SurveiUance data are also cmdal for the design, conduct and evaluation 
of HIV prevention programs. Surveillance data can be used to allocate resources to hard-hit 
regions and communities.

Recommendationx

1. glVfflC caUs on New York to imnlen«nt a system for monitoring mV infortions. Anew 
surveillance system for the epidemic should count the number of people who are infected with 
HIV in addition to the number of people who have AIDS. HIV surveillance should be designed 
to generate accurate, useful, complete and Umely data on infection trends, and should inform our
efforts to battle HIV, The implementation of a new HTV surveiJIance system must include the 
following;

• Involve affected communities in tbe development of a new surveillance 
systCUI. NBW York must S66k the pdlticipfttion of all communities fighting the 
epidemic in this process.

2 d 680E LSV 31-7 AOinOd 01 Hand WOdd WV8S^8 8661-17 I-I



Assure strong privacy safeguards. New York's strongest confidentiality 
protections, which now shield the AIDS-based surveillance system, must be 
applied to HIV data collected by public health officials. New York's AIDS 
surveillance system has operated without breaches of confidentiality for almost 
two decades. A new HIV-based surveillance system must be protected in a 
suinlar manner.

Evaluate and implement a ’’unique identiner" system. An anonymous, coded 
system of unique identifiers should be developed for HTV survemance because it 
Will off» the Strongest protections for patients' privacy. New York already uses 
unique identifiers for monitoring other conditions. M^and and T«cas have 
unique identifier systems for monitoring mV infections. These models should be 
examined to develop an appropriate system for HIV surveillance in New York.

Re-evaluate the ^pe of data collected by New York’s public health oflicials. 
The current surveillance system provides limited data on the populations most at 
risk. A new surveUlance system should be enhanced to collect better data on 
more people so programs can be targeted to communities that need the most help

Oppose linluRg HIV surveillance to non-surveillance activities. HIV 
surveillance is a research activity conducted by epidemiologists Unking 
surveillance to non-surveillance activities, such as mandatory panner notification 
contact tracing, and the criminal justice system will jeopardize the 
implementation of a new surveillance system and will drive infected individuals 
away from HTV counseling and testing,

Preserve free, publicly-funded nuonymous testing. Anonymous testing is an 
important vehicle for some people to receive counseling and testing, enter 
medical care, and prevent further transmission, Anonymous testing is an 
important adjunct to surveillance, because lack of this option leads some people 
to delay testing, donate Wood as a means to be tested anonymously, and give false 
information at confidential testing sites

2. GMHC tally qn New York City. New York State and the federal gavernment to eahanr.. 
aieir fHfldagg;«nd commitm.e.ot. to ending this health erkb. Monitoring HIV infections will 
benefit people infected witli HTV only when it is linked with appropriate medical and human 
services.

. Guarantee health care to all people who are infected with HIV. Government 
must assure that Medicaid, AIDS Drug Assistance Programs, and private health 
insurers offer comprehensive health care to all infected individuals, in accordance 
with the new Public Health Service's HTV treatment guidelines.

• Expand HIV prevention efTorts and target high-risk populations. HIV
prevention is our only weapon against this epidemic. Yet, for most of the

£'d 680S Lsv giv Aoinod oinand wodd HV6a=8 8661-VL-l



epidemic, govcniment-funded prevention programs have not targeted the 
populations most at risk In fact, federal fiinding for prevention targeted to eav 
men was illegal until 1992, and federal funding for needle ewhange remains 
Illegal today. Adolescents, young gay males, people of color, women and 
injection drug users have been ignored by govemment^funded prevention 
programs, and the cost of this ignorance is stark and shameful.

Promote HIV testing. Since HTV testing is the crucial first step for an infected 
individual to begin taking charge of his/her health, government at all levels must 
ag^essiydy promote HIV testing to communities at highest risk through print, 
radio, television, and community-based programs. Promotion of HTV testing 
should include information on the value of testing, the different testing options 
available, mcludmg anonymous testing, and the confidentiality protections 
afforded HIV test results

Enact federal and state confidentiality protections for medical records 
Although public health data, such as AIDS and HIV surveUlance, are proteaed by 
state and federal statutes, medical records are widely shared such that today 
pnvate medical information is too easily available. Individuals must be assured 
that their private health information will be held in the strictest confidence.

Summary

R^ognizing the important role HTV surveillance can play in our national strategy against the 
epidemic, GMHC strongly urges New York to implement HIV surveillance CMHC calls for a 
compassionate and considered process for implementing HIV surveillance. GMHC believes this 
IS an opportunity for all communities to make stronger their commitments ftl battling this health 
crisis, and calls on all levels of government to increase their funding and commitment.
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FOUNDATIONX

SAN FRANCISCO AIDS FOUNDATION 995 MARKET STREET, SUITE 200, SAN FRANCISCO, CALIFORNIA 94103 
VISITORS’ ENTRANCE: ONE 6TH STREET AT MARKET

June 26, 1998

Dear Colleague;

Enclosed please find information on HFV surveillance and reporting that we thought you might 
find useful in the coming months as this issue continues to be discussed and debated in Sacra­
mento and Washington, D.C.

Most HrV advocates, including the San Francisco AIDS Foundation, strongly oppose mandatory 
reporting of HIV infection by name because of the potential for such systems to deter individuals 
from HIV testing and treatment. Several studies have shown that this deterrent effect is particu­
larly strong among those groups at highest risk for HIV infection in California, including gay 
men. The results of these studies are summarized in the enclosed fact sheet entitled, “Mandatory 
Names Reporting of HFV Infection Is a Deterrent to Testing and Medical Treatment.”

Because of the public health concerns raised by names reporting, AIDS advocates nationwide are 
urging the adoption of a non-names based HFV reporting system that protects patient confidenti­
ality by reporting positive test results to public health officials through the use of a unique identi­
fier or code, rather than by name. In addition to California, states that have implemented such 
systems, or are in the process of considering these alternatives to names reporting include Mary­
land (which has been very pleased with the data they have obtmned from their unique code sys­
tem), Massachusetts, Hawaii, Washington and Connecticut. This mailing also includes a copy of 
“An Activist's Guide to Unique Identifiers,” which was written by Anna Forbes, an AIDS and 
health policy consultant from Philadelphia.

Here in California, a group of advocates and public health officials, which includes the AIDS 
Foundation, AIDS Legal Referral Panel, Project Inform, ADDS Project of the East Bay and the 
City and County of San Francisco, have formed the California HIV Surveillance Coalition. This 
group is now working with Assemblywoman Carole Migden (D-SF) on state legislation that 
would create an HFV Surveillance Task Force to develop an HFV case reporting system that is 
non-names based. The most current version of this legislation is enclosed. We are hopeful the 
bill will be passed by the Legislature and will ultimately be enacted by Governor Wilson.

In related news, San Francisco Mayor Willie Brown, Jr. recently convened a two-day, national 
consultation on the issue of non-names based HFV reporting. Representatives of various states 
throughout the country that are considering alternatives to names reporting attended the meeting. 
The goal of the meeting was to assist the City of San Francisco in developing a reporting system 
that could potentially be a model for California or other states to consider. Local members of 
that body will continue to meet in the upcoming months to help design a system that potentially 
could be field-tested in some settings in the City.

(415)487-3000
CALIFORNIA HIV/AIDS HOTLINE: 1 (800) 367-AIDS 

www.sfaf.org
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As states and localities continue to consider this issue, we are hopeful that the U.S. Department 
of Health and Human Services (HHS) will ensure that any federal guidelines issued on this topic 
allow states to implement reporting systems that best meet individual state’s needs. The AK)S 
Foundation recently sent a letter to HHS Secretary Donna Shalala, which is enclosed, encourag­
ing her to ensure that federal guidelines provide states with maximum flexibility and equal sup­
port to implement alternative systems. Please feel free to use the enclosed letter as a model for a 
similar letter from your own organization or community planning body. In addition, the United 
States Conference of Mayors recently passed a resolution, authored by Mayors Willie Brown, 
Richard Riordan (Los Angeles), and Thomas Menino (Boston), urging HHS to issue guidelines 
that offer states flexibility in developing their HIV surveillance systems. A copy of this resolu­
tion is also enclosed.

We hope that you find the enclosed information useful in your own advocacy on this important 
issue. If you would like further information about any of these documents or about HIV surveil­
lance in general, please feel free to contact the Public Policy Department at (415) 487-3081.

Sincerely,

na Aragdn 
Deputy Director for Public Policy

Fred Dillon
State Policy Associate
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SAN FRANCISCO AIDS FOUNDATION P.O. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6182

June 3, 1998

The Honorable Donna Shalala
Secretary, Department of Health and Human Services
200 Independence Ave., S.W.
Washington, D.C. 20201

Dear Secretary Shalala;

I am writing to express the San Francisco AIDS Foundation’s concerns regarding the 
Centers for Disease Control and Prevention’s (CDC) unpublished, draft guidelines for 
HIV case surveillance. While the AIDS Foundation fully supports efforts to more 
accurately track the scope of the HIV epidemic, including the use of HIV case reporting, 
we are opposed to HFV names reporting and believe that, at this time, it is critical for 
your office to intervene to ensure that the CDC guidance provides states with maximum 
flexibility and equal support to implement alternative systems.

This flexibility is extremely important for California, which is currently considering 
legislation to implement a non-names based HIV surveillance system. Because of the 
recognized need for improved surveillance, as well as the negative public health 
consequences of HFV names reporting, the California HFV Surveillance Coalition—a 
collaboration of over 40 community-based health and HIV organizations throughout 
California—has strongly advocated for the development of a non-names based HFV 
reporting system. The Coalition is currently working with Assembly Member Carole 
Migden on passage of her bill related to non-names based HFV reporting, AB 1663, 
which has the support of the California Medical Associatio^.

As you know, work is also taking place at the local level here in San Francisco. Based on 
the Mayor’s Summit on ADDS and HFV, which was held earlier this year. Mayor Willie 
Brown, Jr. is convening a task force of local and national experts to develop a non-names 
based HFV reporting system. The system that is crafted will be implemented in the City 
of County of San Francisco, and hopefully used as a model for California and other 
states. This group is scheduled to meet June 11-12.

Several other states are also considering non-names based reporting systems, including 
Massachusetts, Washington, New York, and Hawaii. All of these jurisdictions must be 
given the opportunity to craft systems that are not fraught with the negative consequences 
of names based reporting. Additionally, HHS must ensure that federal resources are 
distributed equitably to support a range of state determined surveillance systems.

10 UNITED NATIONS PLAZA 
SAN FRANCISCO, CALIFORNIA 94102-4901 
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Secretary Shalala 
June 3, 1998 
Page 2

State self-determination regarding the diseases that should be reported and the 
mechanism by which this reporting should be done has long been a hallmark of our 
nation’s public health efforts and disease surveillance activities. States must be provided 
with the opportunity to craft systems that will provide helpful data without causing 
individuals at greatest risk for HFV to fear testing and care settings.

It is our belief that names-based HIV reporting will deter individuals from HIV testing 
and care, thereby undermining efforts to accomplish our shared goal of ensuring early 
and consistent access to HIV therapies (please see the attached fact sheet on research on 
this topic). Contrary to the CDC’s assertions, names are not needed to obtain useful data 
on the epidemic, nor are names necessary to link individuals into care, which is more 
appropriately a function of HFV counseling and testing programs.

In closing, we would also ask that the Department clarify that more widespread use of 
non-names based systems of HIV surveillance would not threaten states’ funding, or 
undermine the integrity of national surveillance, as is often suggested by CDC officials. 
There is absolutely no justification for the CDC’s threat to states that a decision to adopt 
a non-names based reporting system will compromise federal funding that is tied to 
caseloads. If statistical sampling techniques can be used to adjust for undercounting by 
the Census Bureau, they can certainly be used to ensure that states are not penalized for 
using alternative approaches to HIV case surveillance.

Thank you very much for your attention to this important matter. Please feel free to 
contact me at (415) 487-3099 if you have any questions regarding our concerns or the 
progress in California in developing a non-names based system.

Sincerely,

,44A fvhUAA,
Regina Aragon 
Director of Public Policy

cc. Kevin Thurm
Dr. David Satcher 
Dr. Eric Goosby 
Dr. Helene Gayle 
Sandy Thurman 
Marsha Martin 
Chris Jennings



The United States Conference of Mayors

Resolution No. 38

Submitted By:

The Honorable Willie L. Brown, Jr.
Mayor of San Francisco

The Honorable Thomas M. Menino
Mayor of Boston

The Honorable Richard Riordan
Mayor of Los Angeles

HIV SURVEILLANCE SYSTEMS

1. WHEREAS, the Centers for Disease Control intends to issue guidelines 
recommending that all states adopt a name-based HIV surveillance 
system; and

2. WHEREAS, we support the development of HIV surveillance systems, 
but believe that state public health officials must be free to choose their 
own HIV surveillance systems based on the needs of their own 
communities and the best judgement of state and local public health 
officials; and

3. WHEREAS, states self determination has long been the hallmark of our 
nation’s public health efforts and disease surveillance strategies; and

4. WHEREAS, legitimate concerns exist regarding the deterrent effect of 
names reporting on voluntary testing and treatment among high risk 
populations.

5. NOW, THEREFORE, BE IT RESOLVED that the Centers for Disease 
Control must be directed to conduct well-designed, published scientific 
research on surveillance systems and names reporting; and

6. BE IT FURTHER RESOLVED that the Center for Disease Control 
should issue guidelines that offer states flexibility to develop HIV 
surveillance systems, supporting the development of name- or non-name 
based systems, and only after such scientific research is completed; and

7. BE IT FURTHER RESOLVED that federal resources must be 
distributed equitably to support a range of state determined surveillance 

systems.

Projected Cost: Unknown
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By Anna Forbes, MSS mcRie
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oLeiiitmeirs
In its recent position paper “Monitoring of the 
HIV Epidemic,” NAPWA expresses guarded 
support for HIV case reponing “only using 
unique or coded identifiers that insure privacy 
and confidentiality of the individual.”

So what are these unique identifiers people 
are talking about? How do they work? Since 
just about any code can be cracked, why 
should I trust them to protect my privacy?

These are the very legitimate questions I'll try 
to address in this article. . .

Unique identifiers (UIs) are nothing new. We 
use them every day in the form of telephone 
numbers, zip codes, credit card numbers, 
product serial numbers, etc. Any number or 
letter-number code that has a one-to-one 
correspondence to a given person, thing or 
location is a Ul. Your telephone number, for 
e.xample, only rings in your house. WTien 
people call you, they don't have to be concerned 
that the phone will ring in someone else's house 
(assuming that they dial correctly) because your 
phone number corresponds with your phone on 
a one-to-one basis.

For HI\' case reporting, we need a UI that has a 
couple of other important characteristics.; 
Specifically, it needs to use common data 
elements, be reproducible and have a low 
duplication rate.

Aaaaaghhh... techno-speak!!!
What does all that mean?

Rela.\. Remember, you are the people who 
taught yourselves how drugs work (and don't 
work) in the body. This is nowhere near as 
difficult as that.

DATA ELEMENTS are the chunks of 
information that UIs are made out of. Maryland 
has a UI system for HIV case reporting, for 
e.xample, in which the data elements are the last 
four numbers of a person's Social Security 
number plus his/her birth date and codes 
indicating race and gender. The testing 
provider arranges these data elements in a 
specific way to produce a twelve-digit UI code. 
The code gets attached to the person's blood 
sample before it goes to the lab for HIV testing.

Now, we have public dam elements and private 
data elements. Public data elements are pieces 
of information about you that show up in public 
records all the time, such as birthdate, race, 
gender. Social Security number, etc. Every

time you turn around, someone is requiring you 
to list that information on a form and then 
entering it from the form into a database. The 
information pieces that shows up at the 
Depanment of Motor Vehicles, binh and death 
registries. Social Security registries, etc. are 
public data elements.

Private data elements, on the other hand, are 
pieces of information that don't show up in 
public databases. They're also called "keys". 
The private word, initials or set of numbers you 
use to access your account when you go to an 
automatic tellei machine is a good example of a 
key. You control it. Even if somebody steals 
your bankcard, he or she can't get into your 
account without your private key. More about 
these later.

When you select common data elements to use 
in a UI system, you're looking for pieces of 
information that everyone has, that don't change 
over time and that people don’t mind giving at 
HIV test sites/This can be trickier than it 
sounds. Maryland chose to use last four digits 
of the Social Security number, for example, not 
realizing the extent to which people either 
didn't know their Social Security number, didn’t 
have one or didn't want to give it out. In 
retrospect, the Maryland folks believe that their 
system tw'hich works well, overall^ might work 
even better if they hadn't selected this particular 

. data elements.

Having a REPRODUCIBLE UI is important 
.because, without it, people tested more than 
once will be assigned a different UI each time 
they are tested. This results in undetectable

■ duplications - people listed in die HIV registry 
i more than orice - which throws off the accurate

■ epidemiological picture we are trying to obtain 
: of how many people arc living with HlV and in 
: what populations! This is also why random or

sequential numbers don't work. They can be 
used to count the number of tests done but can't 
count the number of individuals tested with 
any accuracy.

LOW DUPLICATION RATE means that is 
very unlikely that two people will be assigned 
the same UI. Duplication can't be eliminated 
entirely (even name reporting has some 
duplication) but it can be reduced by using a 
good Ul system. SOUNDEX (frequently used 
as a UI system even though it’s not technically 

: a Ui) has a duplication rate of approximately 
'Ten to twenty percent — too high by most 

people's standards.

By contrast, the Unique Record Number 
System (designed by HRSA, the federal entity 
that administers the Ryan White Care Act) has a 
duplication rate of only .02Vo - .04% - an 
acceptable rate in most people's books. The 
duplication rate vou get depends on the Hntn 
elements vou select and the rules von pstahllQh 
(also called the algorithml for cre.itinp the UT

This sounds really complicated. Do UIs 
actually work? Is anyone using them?

YES! They are being used successfully in a 
iiumber of settings to pioiect iicalth-relaied 
information (not to mention being used 
constantly in the banking/business side of life). 
Maryland is already using them for HIV case 
reporting and Massachusetts has announced its 
intention to pilot a UI for its HIV surveillance. 
However, Texas was not happy with the 
performance of its UI and is considering 
adopting name reporting. They are considering 
this mainly because their system is desperately 
underfunded and because they've had a 
low level of "buy-in" by providers and local 
health departments.

Maryland's UI system is also underfunded. But 
both the Health Department and the 
consumer/advocacy communities view it as a 
success. It enables the Health Department to 
collect and track information without causing 
testing avoidance or putting the privacy of 
people living with HIV at risk. Maryland is 
already using the information it has collected 
through the Ul system to make funding 
allocation decisions and plan targeted 
prevention and care programs.

Ul-based (as opposed to name-based) HIV case 
reporting systems are also in place in Australia, 
Denmark, Belgium and the United Kingdom. 
And beyond HIV, states also using 
UIs to protect people's privacy in all kinds of 
sensitive, health-related situations.

New York state, for example, uses a UI in place 
of the woman's name on "fetal death 
certificates" (documentation of miscarriages 
and abortions). In Massachusetts, the state 
Health Department uses UIs on the records of 
people receiving state-funded mental health 
care. Pennsylvania, similarly, uses UIs in place 
of names to aggregate information about people 
receiving services through the state Office of 
Drug and Alcohol Programs. So there's nothing 
new or unusual about the idea of using UIs to 
track health care information.

8. AcUveVoicB



But can't Ills be cracited? Why should 
I trust them?

Imagine a big. long line. Put "absolute privacy" 
on the right end of the line and "no privacy at 
all" on the left end. All UI systems fall 
somewhere along that line, between the two 
extremes. Put Social Security numbers on the 
left end ne.xt to "no privacy at all" because, as 
we all know, if you have a Social Security 
number, then practically everybody has it 
on file. It's a UI but it's not one that guarantees 
any privacy.

Near the right end you can put UIs that combine 
a key (private data element) with the public data 
elements discussed above. UIs made entirely of 
public data elements fall along the middle of 
the line.

Computerized encryption systems give you 
somewhat more security than manual ones 
because more complex algorithms are harder to 
crack manually than simple ones. Since a 
computer can whiz through the process of 
encrypting (mixing up) the information, it can 
handle really fancy algorithms that have lots of 
steps in the same amount of time as it takes a 
human to carry out a simple algonthm. i nis 
means that a computer encrypted UI is less 
likely to be cracked by someone who is just 
trying to do it casually (a curious "browser" 
who somehow gets obtains a list of UIs). Even 
computer encrypted UIs. however, can be 
cracked by someone with a computer and 
access to the UI algorithm.

People tend to assume that computer encrypted 
UI systems are too expensive, too difficult and 
would require every HI'V testing provider to 
have a computer on site. But what if you used 
a centralized, call-activated computer that 
providers accessed via touch-tone phone? The 
provider could call up the computer and punch 
in the necessary data elements using the dialing 
buttons. The computer at the other end could 
crunch up the data and read back the UI. How 
hard is that?

OK, I get that. But what are those UIs all the 
v/ay on the right about?

They're the ones that arc more secure because 
they include a key (private data element). 
Here's how they work.

Imagine that you're trying to crack a UI system 
(Mission Impossible music rises in the 
background). No matter how good the 
encryption, any system that arses only public 
data elemants can be cracked. You just need 
three things:

1) A computer;
2) A secondary data base that has all the 

necessary data elements in if. and
3) .-k copy of the algorithm used to produce 

the UIs.

Your secondary database could be Social 
Security recorJ.s. a drivers license registry or 
anything that shows the data elements required 
for that panicular UI system. You process the 
secondary database through the algorithm to 
produce a UIs for each of the names on the 
secondary database. Then you just cross-match 
those UIs against the original list of UIs you're 
trying to crack. Every time you find a match, 
you've identified a person on the original 
list of UIs. This is called "cracking by 
cross matching".

Now (take a deep breath, we're almost out of 
the technical pan), what if the UI system you're 
trying to crack is one that scrambles a key in 
along with the public data elements? 
Remember the key is a private word or number 
that won't show up in a public record's 
database. If it's a keyed system, you might as 
well take off the black ski mask because you 
won't be able to generate the second set of UIs. 
The public records database can't provide all 
the data elements you need to produce the UI 
because it doesn't include the keys. 
Incorporating a private key selected or 
controlled by the consumer effectively jams any 
effon to crack the UI system by cross matching.

(jiven all this, you'd think that people 
committed to privacy would automatically want 
to use keyed UI systems for HIV case reponing. 
BUT... because they can't be cracked by 
cross matching, they also can't be used to cross­
match HIV data against other, relevant 
databases such as:

• The AIDS registry (to prevent having a lot of 
people listed twice, once on the HIV list and 
again on the AIDS registry);

• The national death registry (to make sure that 
people who have died are removed from the 
HIV regist.7 so that it's current); and even

• The ADAP records (to find out whaR 
proponion of people with HIV in your state 
are in the state's ADAP program).

In both Maryland and Texas, the process 
described above is exactly how they determine 
how many o'f the people in the HIV registry are 
also in the AIDS registry, the ADAP registry, 
etc. They produce UIs for everyone in those 
registries and then cross match those UIs 
against the HIV registry. But if states use a 
keyed UI system for HIV reporting, they won't 
be able to generate UIs for that second database 
because they'll be missing one of the necessary 
data elemenis.

Hov/ imponant Is that?

Only you and your state can decide.

What I recommend to states seriously 
considering this issue is that you form a 
Working Croup that includes people with

HIV/.MDS. Health Depanment personnel, HIV 
counseling and testing providers and one or 
more UI experts to serve as technical advisors. 
Selecting a UI .system is like buying a car - you 
have to consider and discuss the advantages and 
disadvantages of a lot of models before 
choosing what you need and can afford.

The Working Group needs to ask itself 
these questions;

1) \Vhat data elements don't change over 
lime and are supplied without objection?

2) What's the highest level of confidentiality 
we can agree on?

Is the state insisting that our UI system has to be 
one that can be cross-matched against other 
data bases? Can we come up with a way to get 
the ancillary information we need while using a 
keyed UI system for HIV case reponing? Can 
we agree to "grandparent it in" (i.e. stan 
assigning keyed UIs to everyone with 
HIV/aids with the understanding that, 
eventually, the AIDS registry and ADAP 
registries will be made up entirely of people 
with keyed UIs so we can cross-match at least 
those regisuies against the HIV list)?

3) What’s the highest level of confidentiality 
we can afford?

Adopting any kind of HIV case reporting 
system is going to cost money. Maryland is 
spending about SI00,000 per year to process 
7500 UI reports of HIV infection. New York 
State, in comparison, is spending at least 
5200,000 per year solely to support the five 
additional staff they had to add to 14,400 name- 
based reports of CD4 counts below 200. The 
two systems are comparable in cost.

4) Is the system we're considering user- 
friendly enough that providers will 
comply when required to use it?

This is a tough set of questions and the Working 
Group may have to sweat to hammer out an 
acceptable compromise. Like all good 
compromise, it will probably make both sides a 
little unhappy.

You may not get as much privacy protection a.s 
you want and the Health Depanment will have 
to cope with a system that, let's face it, isn't 
going to be as easy for them to use as name 
reporting would be.

Remember that my recommendation is that the 
LT e.xper.iJ) should be there as a technical 
advisor only. The Working Group should think 
carefully about the first three questions before

Unique
eanluiuoiJ horn pi'jj J

addressing the founh. Technolrvrv xbn.iM 
ceocle: neonle shnni.ln'r h ive >n rnnfnrm lo rb„ 
liNhnqlq':''. Once you figure out what you 
want, it's the UI expert's job to find or c.-eate a 
system that meets your requirements and that is 
u.ser-fricndly enough for providers. Don't let 
yourself get bulldozed into a system that 
doesn't work for you.

Above all, don't let anyone tell you that 
implementing an LT-based HIV case reportinz 
system in your state is impossible. Would you 
look at a Volkswagen Beetle, decide it's too 
small, look at a Mercedes, decide it's too 
expensive and, on that basis, decide that you 
don't really wa.it a car? Heck, no! You'd jus: 
keep shopping!

Finding the right UI system and getting your, 
state to use it may be a labor intensive 
advocacy process but think about it. Isn't your 
privacy wordi it?

ACKNOWLEDGMENT: Wi-h ’ire--;
Walter Cuirte. who raiig/rr me practically 
everything 1 know on this subject. ' .
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MANDATORY NAMES REPORTING OF HIV INFECTION IS A 

DETERRENT TO TESTING AND MEDICAL TREATMENT
An HIV test is the first step a person must take to learn their health status, and take appropriate 
measures to stay healthy. The Centers for Disease Control & Prevention (CDC) estimates that 
over a third of those infected in the U.S. do not know their HIV status. The current clinical 
guidelines recommend initiating treatment as early in the course of disease as possible to obtmn 
the maximum benefit. Therefore, people at risk of HIV infection should be encouraged to find 
out their HIV status as soon as possible after exposure to make informed treatment decisions, and 
any barriers to testing should be removed as quickly as possible.

Changes in the epidemic have led to increasing concern that existing AIDS surveillance efforts 
are becoming outdated, and a call for an expanded HIV reporting system. The San Francisco 
AIDS Foundation acknowledges the need for improved HW data. However, v.'e strongly v*is- 
agree that HIV names reporting is necessary, and we do not believe that the benefits of names 
reporting outweigh the potential deterrence from HIV testing and/or treatment.

All Studies on HIV Names Reporting Have Shown a Deterrent Effect 

on HIV Testing
Research on the impact of mandatory names reporting on testing has shown that;
• A 1997 study in anonymous test sites in San Francisco found that 68% said they would not 

be willing to get tested if their name would be reported to the government. (Woods, 1997)
. The 1996 HIV Testing Survey (HITS) showed that 19% of those surveyed who had never 

been tested said that the fear that their name might be reported to the government was a fac­
tor in their decision not to get tested, after reasons such as fear of finding out, or believing 
that they were not at risk. For 2% fear of reporting was the main reason. (Hecht, 1997)

. The same survey reported that 18% of those who had delayed testing did so because of fear 
of being reported to the government, with 3% citing it as the main reason. (Hecht, 1997)

• A 1995 survey done in HIV testing centers in Los Angeles showed that 86% of participants
would not have been tested if they knew that their name would be reported to the govern­
ment. (P-eed, 1996) j

• A 1989 study in California reported that over 60% of individuals would not get tested it the
results were reported. (Kegeles, 1989)

An AIDS Health Project survey in San Francisco (Woods, 1998) shows that when names re­
porting is explained the deterrent effect is reduced somewhat, but the majority of individuals still 
indicated that they would avoid testing if names reporting were implemented:
• Of the 68% who said they would not get tested if their name were reported, 12% changed 

their minds about getting tested once the public health benefits of reporting were explained to 

them, but a 58% majority continued to oppose testing.
• If the benefits were explained before the question about testing was asked, 46% reported that 

they would not test if names were reported.

A 1998 survey of clients of the San Francisco AIDS Foundation found that 33% of clients would 
have avoided testing and another 11% would have delayed it if their name were reported confi­
dentially to a government health agency.

Produced by the San Francisco AIDS Foundation
May 1998



Few people in the HITS study reported that their worries about names reporting were the main 
reason they had not gotten tested earlier, but a significant number said that it had an effect on 
their decision. The main reasons they did not test were that they were afraid to find out, that they 
thought they were not at risk, or that they didn’t want to think about it. Those are all very per­
sonal reasons, which anyone getting tested must consider. Although education campaigns or 
good counseling can help individuals think through these barriers, they are not the result of a 
governmental action. The reporting of names, however, is the one cause of delayed or avoided 
testing which the government can eliminate, by not asking for names as HIV surveillance.

The HITS study also shows that some individuals may not know whether or not their state re­
quires names reporting. However, a lack of information on names reporting policies does not im­
ply that those policies will have no effect on behavior once people learn what the relevant poli­
cies are in their states. The San Francisco AIDS Foundation believes that individuals should have 
adequate information about the policies in effect in their state when they choose to be tested so 
that they may make informed decisions regarding HIV testing.

The studies cited here may disagree on the degree of deterrence to testing, but they all reflect 
some level of deterrence.

Those at Highest Risk for HIV Infection Are Most Likely To Be De­
terred From Testing By Names Reporting

Research has shown a strong deterrent effect in groups which are at high risk of infection, and 
when high risk groups have been compared to lower risk groups, the deterrent effect is higher for 
those groups at highest risk. It is also high among communities which have been disproportion­
ately affected by HIV infection, including gay/bisexual men, African-Americans and Latinos. 
Many of the groups at highest risk of infection, including injection drug users, sex workers, men 
who have sex with men, and groups which have disproportionate rates of infection, such as Afri­
can-Americans and Latinos, have a long-standing (and in many cases reasonable) distrust of 
government, and names reporting would only exacerbate those concerns.

• In the 1995 Los Angeles study, 91 % of gay men surveyed reported that they would not get 
tested if there were names reporting, compared to 86% of all study participants. (Reed, 1996)

• In the same study, participants who self-identified as being at high-risk were significantly 
more likely to avoid testing under names reporting. (Reed, 1996)

• A 1989 study from UCSF showed that names reporting would reduce the number of 
gay/bisexual men willing to be tested (Kegeles, 1989).

• Other studies have shown that names reporting would have a significant impact on African- 
American and Latino testing rates (Fordyce, 1989)

• In South Carolina, when anonymous testing was ended, the number of gay men getting tested 
dropped by 51%. HIV positive results dropped by 43%, suggesting that many of those who 
were positive were not getting tested at all (Johnson, 1988).

• In a 1992 survey 77% of gay & bisexual men reported that not wanting their name to be on a 
government list was one of the most important reasons for not getting tested. (Meyers, 1993)

• A 1994 study in Arizona showed that men who have sex with men delayed testing until 
anonymous testing was available due to a fear of being reported. It also showed a signifi­
cantly higher rate of HIV infection among those who delayed testing. (Hirano, 1994)

Produced by the San Francisco AIDS Foundation
May 1998



HIV Names Reporting Will Delay, Not Improve, Access to Treatment 

For Many People With HIV
Names reporting would also deter individuals with HIV from accessing medical treatment for 

their HIV infection. The available research shows that:
• In the Los Angeles survey, 23% of those getting tested said that they would not access medi­

cal care until they became sick, if name-based reporting were implemented. (Reed, 1996)
• In the same study, when individuals who were HIV-positive were asked what they would 

have done had their names been reported when they accessed care, 25% said that they would 
have waited until they were sick, and another 36% said that they might not have accessed 

treatment at all. (Reed, 1996)
• The AIDS Patient Survey showed that people access care later in states with names reporting 

than in states without it. Specifically, CD4 counts were significantly lower in names report­
ing than non-names reporting states. (Bindman, 1997)

• In the same study, of those who delayed accessing care more than a month after testing posi­
tive, 10% cited fear of being reported to the government as a reason. (Bindman, 1997)

• The San Francisco AIDS Foundation 1998 Client Survey found that 12% of those surveyed 
said they might not have sought treatment if they knew that their name would be reported to 
health officials when they sought medical care, and another 29% said they would not have 
sought treatment unless they were very sick.

The success of new combination treatments has been used as a justification for names reporting, 
on the grounds that names reporting will somehow ensure access to treatments, and that ex­
panded surveillance is needed to compensate for people with HIV not getting sick enough to be 
diagnosed with AIDS. In fact, one of the largest implications of the new treatments is that every­
one infected with HIV should get treated as soon as possible in the course of infection, and to do 
that, they must know their HIV status. If names reporting serves as a barrier to testing, then we 
lose more than we gain. A better understanding of the epidemic is important, but not at the cost 
of expanding the epidemic.

Unique Identifiers: A More Sound Public Health Alternative to HIV 

Surveillance
The primary HiV surveillance system that is considered an alternative to names reporting is 
unique identifier reporting. Under such a system, an HIV-infected individual would not be re­
ported by name to public health officials but rather by some form of a unique code that could not 
be traced back to the person. Unique identifiers would address some of the confidentiality con­
cerns and HIV testing deterrence caused by name-based reporting, and still help meet the need 
for improved surveillance of HIV disease.

Unique identifier reporting has been seen as a potential compromise between those who strongly 
believe that better HIV data is needed and those who have strong public health and privacy con­
cerns regarding HIV names reporting. Unique identifiers, if designed and implemented properly, 
are as specific as names in enabling unduplicated counts of people living with HIV, yet do not 
create a list that could potentially be used to identify individuals. Unique identifiers are currently 
in use in Maryland and Texas, and are under consideration is a number of other states, including 
Massachusetts, Washington, Hawaii, and California.
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AMENDED IN SENATE JUNE 18, 1998 

AMENDED IN ASSEMBLY APRIL 2, 1998

CALIFORNIA LEGISLATURE—1997-98 REGULAR SESSION

ASSEMBLY BILL No. 1663

Introduced by Assembly Member Migden 
(Coauthor: Senator Burton)

January 12, 1998

An act to add Section 121040 to the Health and Safety Code, 
relating to communicable diseases.

LEGISLATIVE COUNSEL'S DIGEST
AB 1663, as amended, Migden. HIV test results: public 

health reporting: unique identifier method.
Existing law requires public health records relating to 

acquired immune deficiency syndrome (AIDS) containing 
personally identifying information that were developed or 
acquired by state or local public health agencies to be 
confidential and prohibits these records from being disclosed, 
except that state or local public health agencies may disclose 
personally identifying information to other local, state, or 
federal public health agencies or to corroborating medical 
researchers, if the confidential information is necessary to 
carry out the duties of the agency or researcher in the 
investigation, control, or surveillance of disease.

This bill—would—require the State -Department of Health 
Serviecs to conduct a study to determine- the most effective 
method—of—conducting—pubHe—health—reportirtg—of—human

immunodeficiency----we-s---- (HIV)--- tests—results---- by---- unique
identifier method- without- the use of names. The bill—would 
require the department to report the results- of the study to 
the Lcgislaturer

This bill would establish an HIV Surveillance Task Force 
with a specified membership. The bill would require the task 
force to develop a uniform, statewide system to report cases 
of HIV that would be based on a unique code or other method 
that does not report the names of individuals infected with 
HIV The HIV surveillance reporting system would consist of 
designated components and commence surveillance of HIV 
cases January I, 2000. The bill would require, on or before 
January I, 2003, the department to commission an evaluation 
of the department’s implementation of the HIV surveillance 
reporting system.

Vote: majority. Appropriation: no. Fiscal committee: yes.
State-mandated local program: no.

The people of the State of California do enact as follows:

1 SECTION 1:—Section 121040 is added-to the Health
2 SECTION 1. The Legislature finds and declares all of
3 the following:
4 (a) Improved surveillance of the human
5 immunodeficiency virus (HIV) epidemic will improve
6 state and local ejforts to plan for future health care and 
1 social services needs, target HIV prevention ejforts, and
8 assess needs for additional resources to fight the HIV
9 epidemic.

10 (b) Effective HIV public health strategies rely on
11 individuals voluntarily seeking testing in a system that
12 protects their confidentiality. Surveillance efforts must
13 be designed to prevent deterrence to HIV testing and
14 treatment of individuals who are infected with or at risk
15 for HIV.
16 (c) Names-based HIV reporting has been found to
17 deter individuals, particularly those at highest risk for
18 HIV infection, from testing for and treatment of HIV.
19 Therefore, individual HIV cases should only be reported
20 by an alternative system such as one that uses a unique
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1 code that does not deter individuals from testing or
2 treatment.
3 (d) Although HIV case reporting provides additional
4 data about the epidemic, it does not replace existing
5 surveillance methods such as incidence and prevalence
6 studies. A range of surveillance methods must be 
1 employed to provide comprehensive information about
8 the epidemic.
9 (e) Access to anonymous HIV antibody testing has

10 proven to increase the number of individuals who seek
11 HIV testing by guaranteeing the privacy of test results.
12 Any surveillance system must ensure the continued
13 funding and accessibility of anonymous HIV testing sites.
14 (f) To promote the goals of surveillance to inform
15 prevention, health care and social service planning,
16 resources allocation, and evaluation of efforts to combat
17 the HIV epidemic, community planning bodies and
18 consortia, local health departments, and other
19 appropriate planning and advisory groups must receive
20 surveillance data in a timely manner.
21 SEC. 2. Section 121040 is added to the Health and
22 Safety Code, to read:
23 121040. (a) Surveillance of HIV cases may be
24 conducted pursuant to this section using a uniform,
25 statewide system that reports cases of HIV based on a
26 unique code or other method that does not report the 
21 names of individuals infected with HIV.
28 (b) There is hereby created an HIV Surveillance Task
29 Force that shall develop a uniform, statewide HIV
30 surveillance reporting system.
31 (c) The HIV surveillance reporting system developed
32 by the HIV Surveillance Task Force shall commence
33 surveillance of HIV cases January I, 2000. The following
34 shall apply to the reporting system:
35 (1) HIV cases shall not be reported by name.
36 (2) Data from case surveillance shall only be used to
37 conduct epidemiological analysis, target and evaluate
38 HIV prevention activities, assist in allocation of resources,
39 and plan for future service needs.
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1 (3) Individual case reports shall not be used for contact
2 tracing or partner notification programs.
3 (d) The HIV Surveillance Task Force shall consist of 12
4 members appointed by the Director of Health Services.
5 The members of the task force shall select the chair. The
6 department shall provide staff for the task force. The
7 membership of the task force shall be, to the extent
8 possible, drawn from sources outside the department to
9 reflect community-oriented concerns. The membership

10 of the task force shall be as follows:
11 (I) The chair, or his or her designee, of the state Title
12 II Ryan White CARE working group.
13 (2) The chair, or his or her designee, of the state
14 Prevention working group.
15 (3) One additional member of the state Title II Ryan
16 White CARE working group who is infected with HIV or
17 represents a community at high risk for HIV.
18 (4) One additional member of the state Prevention
19 working group who is infected with HIV or represents a
20 community at high risk for HIV.
21 (5) An individual with technical expertise in designing
22 systems for health care or social service reporting.
23 (6) A physician in private practice who treats
24 significant numbers of patients with HIV.
25 (7) A representative of a laboratory that conducts
26 significant numbers of HIV antibody tests.
21 (8) A representative with public policy expertise in
28 HIV surveillance from a community-based acquired
29 immune deficiency syndrome (AIDS) service
30 organization.
31 (9) An academic researcher with expertise in HIV
32 surveillance.
33 (10) An epidemiologist.
34 (II) A local health officer.
35 (12) The Director of the Office of AIDS, or his or her
36 designee, who shall be an ex officio member of the task
37 force.
38 (e) (I) The uniform, statewide HIV surx’eillance
39 reporting system developed by the HIV Surveillance
40 Task Force pursuant to this section shall reflect a
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1 sensitivity to the public health implications raised by the
2 avoidance of testing by individuals and shall carefully
3 guard against breaches of confidentiality.
4 (2) The task force shall not develop an HIV
5 surveillance reporting system that relies on the reporting
6 of the names of HIV infected individuals, nor shall it 
1 consider the relative merit of such a system.
8 (f) The HIV Surveillance Task Force may seek outside
9 expertise from sources including, but not limited to, the

10 University of California, to provide technical assistance in
11 the development of unique code or other honname based
12 reporting systems.
13 (g) The HIV Surveillance Task Force shall make
14 recommendations for educating health care providers,
15 local health departments, laboratories, and members of
16 affected communities to promote voluntary compliance
17 with and effectiveness of the system.
18 (h) The HIV Surveillance Task Force shall examine
19 and recommend additional utilization of noncase
20 reporting surveillance methods including, but not limited
21 to, population-based seroprevalence studies, sentinel and
22 random serosurveys, and behavioral surveillance studies
23 to improve the state's surveillance of the HIV epidemic.
24 (i) The HIV Surveillance Task Force shall recommend
25 regulatory changes required to implement the HIV
26 reporting system. The State Department of Health 
21 Services shall develop and implement regulations based
28 on the recommendations of the task force.
29 (j) The HIV Surveillance Task Force shall make
30 recommendations regarding the distribution of
31 surveillance information to ensure that the data is
32 available, accessible, and delivered promptly to local
33 consortia and other community planning bodies.
34 (k) The HIV Surveillance Task Force shall develop
35 criteria by which the HIV surveillance reporting system
36 will be evaluated. The criteria shall include, but not be
37 limited to, the impact of case-based surveillance on the
38 willingness of individuals to seek testing and treatment
39 for HIV. On or before January I, 2003, the department
40 shall commission an evaluation of the department’s
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1 implementation of the HIV surveillance reporting system
2 developed by the HIV Surveillance Task Force using
3 criteria developed by the task force. This subdivision shall
4 not limit interim evaluations. It is the intent of the
5 Legislature that the department continuously as.sess the
6 effectiveness of the HIV .surveillance reporting system.
7 (1) (I) Nothing in this section shall prohibit or limit
8 the existence of alternative testing sites that provide
9 anonymous HIV testing.

10 (2) Anonymous test results shall not be reported by
11 the HIV surveillance reporting system authorized by this
12 section.
13 (m) Nothing in this section shall require the reporting
14 of the results of HIV tests performed on a blood, tissue, or
15 bodily fluid sample provided by an individual to an HIV
16 home collection or home test kit.
17 -and Safety Code, to read:
18 -121040.—fa) The department shall—conduct a study—to
19 determine—the—most—effective—method—of—conducting
20 public health—reporting of HIV teat results- by unique
21 identifier method without the use of names.
22 fh)- The study shall evaluate all of the following:
23 f4-)-Tho—use—of-^IV—test—result—reporting—by—unique
24 identifier methods in-other states.
25 (2) Other—coded—systems—that—are—used—to—protect
26 patient confidentiality.
27 (3) The—recommendations—of—groups—representing—the
28 diverse populations affected by the HIV epidemic.
29 (^) Research from the AIDS program of the University
30 of-€alifornia.
31 (5) Other—methods—to—preserve—patient—confidentiality
32 and—promote—voluntary—HfV—testing—among—affected
33 populations.
34 fe)-Thc—departm<mt—shad—report—the—results—of—the
35 study to the Legislature on or before March 1, 1999.
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B. Thomas Henderson 
4106 Bradwood Road 
Austin, Texas 78722

February 24, 1998

The Honorable William J. Clinton 
President of the United States 
The White House 
1600 Pennsylvania Avenue 
Washington, DC 20500

Dear Mr. President:

I am writing to urge your rejection of any recommendation to report HIV infection by 
using the names of infected individuals. The potential for abuse of such information at 
the federal, state and local levels is enormous.

The need for improved surveillance of HIV infection is clear. The goals of collecting 
meaningful, accurate and current data on the prevalence and incidence of HIV infection 
and connecting as many HIV+ people as possible into care systems are consensus 
objectives on which almost all of us affected by the AIDS epidemic can agree. How'ever, 
after a great deal of research and careful thought, I have yet to be convinced that the 
reporting of cases of HIV infection using the names of those infected accomplishes those 
goals in a more effective manner than a less intrusive system such as the use of unique 
identifiers.

Fear of discrimination against those with HIV disease is very real. Although pa.ssage of 
the Americans with Disabilities Act (ADA) was hailed as a hallmark in the protection of 
individuals living with HIV/AIDS, recent court decisions have cast considerable doubt on 
its application to those with asymptomatic HIV. Given this countr>''s history of racial 
discrimination in the guise of public health initiatives, minority communities often 
distrust public health programs perceived as coercive.

And present assurances of confidentiality cannot prevent later evisceration of privacy 
guarantees. Once public health officials have compiled a list of individuals who are 
HI V+, whether at the national, state or even local level, there is no way to safeguard such 
a list from future overzealous “public health^ efforts or misguided political mischief .lust 
as a legislature may enact confidentiality provisions, so too may it later create exceptions 
or revoke protections en lolo.
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The Honorable William J. Clinton 
February 24, 1998 
Page 2

1 would urge in the strongest possible tenns that the Department of Health and Human 
Services and the Centers for Disease Control work to develop an effective HIV 
surveillance system using tools such as unique identifiers, blinded seroprevalance 
studies, mathematical modeling techniques, sentinel and random serosurveys, enhanced 
behavioral research and surveillance activities and other, similar, innovative methods, to 
ensure the privacy of and to reduce the potential discriminatory impacts on indi\ iduals 
and communities at risk for HIV infection. The rush to HIV names reporting is 
unwarranted and. I believe, ultimately counterproductive.

Sincerely.

B. Thomas Henderson
Member, President’s Advisory Council on HIV/AIDS

cc: Sandra Thurman
Paul Begala 
Virginia M. Apuzzo 
Richard Socarides

BTH/slm



HIV Name-based Surveillance Fact Sheet (June 19,1998)

Purpose of HIV Surveillance: HIV surveillance can be used to provide a minimum estimate of 
persons living with HIV (HIV prevalence), to identify emerging trends and patterns of infection, 
to characterize persons more recently infected than those with AIDS, and to evaluate prevention 
interventions. Demographics and risk behavior information are collected routinely as a part of 
surveillance. Recently, the occurrence of new cases (incidence) of AIDS and deaths from AIDS 
have declined because of effective medical treatment. This is not likely to be representative of 
the trends in the incidence or prevalence of HIV and is likely to be an underestimate of disease.

States That Have HIV Surveillance: 28 states have name-based HIV reporting for adults and 
children, 3 states have name-based reporting for children under 13 years old, and one state has 
name-based reporting for persons with symptomatic HIV infection. 13 states and the Virgin 
Islands have non-name-based reporting and 10 states, Puerto Rico, and the District of Columbia 
do not have HIV surveillance. Several state legislatures have either passed laws or are 
considering legislation regarding HIV surveillance; therefore, these numbers are likely to change 
in the near future.

Purpose of Collecting Names: Names allow health department personnel to most efficiently 
follow-up cases through review of existing records for complete collection of demographic and 
risk information as well as elimination of duplicate reports of the same person. This ensures a 
representative and reliable surveillance system. HIV name-based surveillance is already 
conducted in 31 states. New or multiple systems would be costly in development, infrastructure, 
and additional personnel. No names are reported to CDC.

Security of Names in HIV Surveillance: Confidentiality of a state AIDS reporting system has 
been breached only once since 1981 and no names were released publicly. There have been no 
known breaches associated with the adoption of name-based HIV surveillance.

Problems with an “Unique Identifier” as an Alternative to a Name: Unique identifiers (a 
number that is not duplicated and cannot by itself be translated into identifying information) are 
not anonymous because they can be linked at some stage to a name. A sufficiently unique and 
cryptic identifier is difficult to construct. Multiple lists outside of the health department’s control 
and without sufficient confidentiality safeguards must exist in a system that depends on unique 
identifiers, creating a system that has less guarantee of confidentiality.

Surveillance Is a Minor Deterrent to Testing and Care: CDC, in collaboration with the 
University of California at San Francisco and state health departments, evaluated the effect of 
HIV surveillance on test-seeking behavior and found 0.5-2.0% of persons delay testing or 
seeking medical care principally because of concern that if infected their names would be 
reported. In states that have recently instituted HIV name-based reporting, there were no 
significant declines in the number of HIV tests provided by publicly funded counseling and
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testing sites in the months immediately after implementation of the reporting policies, other than 
the declines expected from trends that were present before HIV reporting.

Availability of Anonymous Testing Is Not Incompatible with Name-based Surveillance:
The availability of anonymous services may encourage some persons at risk for HIV infection to 
seek HIV prevention services that they may otherwise be reluctant to seek. CDC requires that 
states receiving prevention funds make anonymous testing available unless prohibited by state 
law. Maintaining an anonymous testing option may help ensure that more people learn their 
status and if infected, seek early treatment and care.

Surveillance Is Not a Substitute for Other Targeted Studies: CDC strives to provide a 
comprehensive picture of the HIV epidemic by analysis of data collected through HIV and AIDS 
surveillance, mortality data, blinded seroprevalence studies, surveillance for antiretroviral drug 
resistance, behavioral surveillance, and data collected through studies designed to answer 
specific questions. A variety of techniques, including new laboratory technology, are used in 
these surveillance systems and studies.

Referrals for Care and Partner Notification Are Independent of Surveillance: The referral 
of an HIV-infected client for care and eliciting information for partner notification are both 
activities that are independent of HIV surveillance. They are both based on the voluntary 
cooperation of the HIV-infected client and do not require HIV surveillance — name-based or 
otherwise - to function well. Conversely, HIV name-based surveillance will not interfere with 
these activities.

Surveillance must Have a High Level of Completeness: CDC has established performance 
criteria for HIV and AIDS surveillance to ensure that surveillance data are of sufficient quality to 
target prevention and care resources and to detect emerging trends in the HIV epidemic. CDC 
estimates that 85% completeness will be required of HIV surveillance to allow appropriate 
analyses. Less complete reporting would allow significant opportunity for differences in 
reporting among groups; those differences would make comparisons among groups problematic.

Modeling Is Not a Substitute for Surveillance: Statistical models have been used successfully 
to reconstruct the pattern of HIV incidence in the U.S. population; this is not surveillance, 
however, and the data to allow meaningful modeling are scarce (e.g., no population 
seroprevalence data available since 1994). Mathematical modeling is not useful for predicting 
the future of the epidemic or estimating the current prevalence and incidence of HIV. This poor 
ability to predict the epidemic is revealed when different mathematical models that fit historical 
epidemiologic data equally well have very different projections for the short or the longer term.



Reference of HIV surveillance as an “extension” of AIDS surveillance; The 
constant attempt to link HIV and AIDS surveillance predisposes/presumes the use of 
names; this is essentially a euphemism for names reporting

Referrals to medical care; Several times in the guidance, referrals and/or linkages 
to medical care are discussed; although we support enhanced referrals and linkages 
to medical care, this is not the goal of surveillance and should not be linked in this 
manner; SF and CA do a great job of linking people to care without HIV surveillance; 
although the guidance never directly links surveillance with referrals to medical care 
it seems to be implied; references to linkage to care can be found on pages 3, 18, 
and 26-27

Unique identifier states; Maryland and Texas are completely excluded from the list 
of states that conduct HIV surveillance in guidance and the MMWR (page 4); this 
seems to imply that these states provide no data at all which is not true

Community concerns are not addressed; The document does not articulate the 
concerns of the community, particularly the likely deterrence to testing and/or 
treatment that can occur as a result of names-based reporting; these concerns are 
glossed over at best

Studies on deterrence to testing; The interpretation of the data from MESH 
studies (page 7) is problematic—^the fact that 18% indicated NR as a factor is—and 
should be—troubling; the fact that people don’t know about their state’s policies is an 
unacceptable rationale; people should have informed consent before testing is 
conducted

Unique identifier critique; This section of the document (pages 7-8) does not 
acknowledge several important facts—(1) no funds were provided to the states that 
conducted Ul reporting, (2) the CDC provided no expertise assistance in developing 
these systems; (3) data has improved over time in MD, and (4) Texas Health 
Department was not committed to developing a workable system

Provider log issue; Provider lists would be smaller (not a statewide list) and would 
not be subject to legislative misuse; laws regarding disclosure should be 
strengthened and more strictly enforced to reduce potential breeches if logs are 
kept; there are ways for providers to keep logs without having lists of names (using 
medical record numbers, etc.)

Model confidentiality language for states; If model confidentiality language 
(referred to on pages 9 and 24) is so important why isn’t it being released 
simultaneously with the CDC’s guidance?

Notion that there have been “few breeches”; This statement on page 9 seems to 
completely ignore and dismiss anecdotal evidence about numerous breeches as



well as the Florida situation altogether; also does not recognize the potential for 
legislative misuse in an increasingly hostile political environment

Performance criteria (page 12): Where did these standards come from? Are they 
used to evaluate other surveillance systems? If these are in fact standard guidelines 
(which we doubt), the public health consequences of HIV names reporting justify 
loosening the criteria (e.g. lowering completeness to 70%); standards should not be 
set unnecessarily high—we can get good trend analysis without 100% accurate data

CDC’s recommendation for names reporting (pages 13 and 23): The CDC 
should not recommend how state’s should implement HIV surveillance; this is 
antithetical to state and local control; CDC should simply lay out criteria and provide 
equal support to state’s moving towards names reporting and those who are opting 
for a non-names based system

Evaluation date (page 13): One year is too short for systems to meet the 
performance criteria; this should be extended to three years

De-linkage from partner notification (pages 18 and 27): CDC does not 
adequately urge state’s to de-link PN and surveillance; CDC is reneging on its 
responsibility to de-link the two

Collecting data vs. encouraging testing and treatment: It is surprising that the 
CDC’s efforts to collect data seem to receive greater importance than the vital public 
health functions of preventing HIV infections, getting people tested and into 
treatment; names reporting is not necessary to get people tested and linked to 
treatment—these are the goals that HHS, CDC and the community share and should 
be pursued with even greater vigor than the attempt to collect better data

Jeopardize relationship with HIV community: Why jeopardize an already fragile 
relationship with the community when there may be a possible solution (allowing 
state’s to develop systems they believe are more appropriate)? The United States 
must balance accuracy of data with very real public health concerns of the 
community

HIPAA Ui (page 23): Congress/HHS is potentially working on a Ul for medical 
records generally which could make entire issue moot; furthermore, how can CDC 
suggest that Uls are impossible when there are currently attempts being made to 
develop such a system for the country as a whole?

Routine collection of data from managed care organizations (page 22): The 
recommendation of the CDC on page 22 that health departments routinely collect 
data from MCOs is extremely alarming and problematic.



Listing of groups that support names reporting: On page 23, several groups that 
support NR are listed but there is no reference to the numerous groups that oppose 
this type of system (ACLU, AAC, NAPWA, etc.). Why this imbalance?

Guidance should be limited to factual information and should limit 
unnecessary interpretation/commentary

We can actually get very good data without reporting: Other ways to get good 
data (seroprevalence studies, population-based sampling, etc.) are all but ignored in 
the CDC guidance: San Francisco has some of the best data in the country without 
any HIV case reporting

States should not experience any penalties for developing alternative 
reporting systems: CDC should support innovative ways for dealing with this issue 
that are developed by states; as it is currently written, the guidance would greatly 
reduce the ability of state’s to develop systems that would decrease the negative 
public health impact; CDC should not hamper this process in any way.



Inappropriate referencing of non-CDC organizations in a technical guidance.
Throughout the length of the draft guidance, CDC references (often inappropriately) 
organizations who are not part of the Public Health Service to bolster their position in 
support (tacitly and often overtly) for name reporting.

Draft guidance is overly proscriptive and does not encourage or allow for state 
flexibility in the implementation of a change in Public Health Service policy.

Draft guidance alleges community input in March 1998, although there has yet 
to be a community review of this draft Guidance. To characterize the March 
1998 meeting as a review of this draft guidance would not only be inaccurate, but a 
mischaracterization of even the informal CDC presentation at this meting.

CDC mischaracterizes it assistance to jurisdictions regarding expanding AIDS 
case surveillance to include HIV surveillance. CDC provided technical 
assistance (and financial resource) to states to expand their AIDS surveillance to 
incorporate HIV infection reporting by name (CF. Pages 4 and 6 and 7); however, 
only evaluated the Unique Identifier experiences in Maryland and Texas.

CDC mischaracterizes community concerns with HIV infection reporting by 
name. There is a tremendous consensus among the HIV community to expand 
surveillance to include HIV infection. However, page 4 of the draft guidance, CDC 
confuses (intentionally) HIV surveillance with HIV infection case reporting by name 
as being identical. HIV surveillance can be done through a variety of methods - this 
guidance clearly contends that disagreement with name reporting is the same as 
disagreeing with HIV surveillance, which is not the case.

Draft guidance mischaracterizes meaning of HIV infection case reporting (page 
4). HIV infection case reporting is a measure of the extent of the epidemic among 
those individuals and communities that seek HIV testing. This is the limitation of HIV 
surveillance. HIV infection case reporting, by its very nature, offers not a true 
account of a jurisdiction’s HIV cases, only a true account of those who sought out 
testing.

The scientific citations Justifying the utility of HIV surveillance and its impact 
on prevention programs are poor. A personal communication between an 
individual and the CDC is neither statistically significant nor quantifiable (Cf. page 5). 
There are 28 states with this process in place, but apart from flimsy examples of 
New Jersey PROCESS OUTCOMES and similar, truncated examples from 
Minnesota and Michigan, the document lacks quantifiable examples of using HIV 
infection case reporting by name to signal a resource re-allocation of evaluation of 
HIV prevention investments. For each of the three name-based states cited as 
examples, there are an equal (if not greater) number of states who have done similar 
processes without HIV name reporting.



The draft guidance selectively chooses data sets from the HITS and APS 
studies while omitting data that would contradict the assertions of this 
guidance. For example, APS data show that individuals in name-based states 
report a lower initial CD4+ count than do those in non-name states (data with 
statistical significance). Additionally, the draft guidance ignores the preeminence of 
data indicating the impact of stigma on test-seeking behavior. Further, the draft 
guidance suggests that a survey with 2,730 respondents across nine states 
constitutes a national, representative sample and that this sample has sufficient 
power to indicate national trends.

The 
Maryl
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The guidance consistently rationalizes the expansion of surveillance to 
include HIV infection case reporting based upon the APPLICATION OF DATA, 
not upon the function of COLLECTING TIMELY AND ACCURATE DATA.
Specifically, the entire document justifies expansion to HIV surveillance because of 
access to care and access to HIV therapies. However, by its own admission, the 
goal of HIV and AIDS surveillance is “the collection of accurate and timely 
epidemiologic data” (page 18). Yet, the guidance states that the expansion is 
necessary for purposes of access to care and the evaluation of such access. 
Additionally, the document never scientifically justifies the rationale behind the three 
performance indicators (for completeness, timeliness and duplication). No where is 
there a justification for these percentages, their relative importance and their 
implementation.

Using Medicaid to evaluate the HIV surveillance system is unreasonable.
HCSUS data demonstrates that well over 50% of all Americans with HIV disease do 
not have any access to medical care. Justifying HIV surveillance by evaluating this 
system using the Medicaid roll will neither show true access to care as an outcome 
of surveillance (which again is not surveillance’s function) nor demonstrates a 
system accurately tracking individuals with HIV disease.

Evaluating the new surveillance system after one year is a set-up for failure for 
not only Ul states, but those states already implementing HIV reporting by 
name. CDC’s own data (page 22) show that several name-reporting states have a 
completeness rate of only 79%. This clearly is below the minimum percentage 
established by this guidance.

CDC suggests NO REPARATIVE ASISTANCE to any jurisdiction not meeting 
any or all of the three performance criteria.

CDC has reneged on it commitment to decouple HIV surveillance from other 
programs such as Partner Notification. Publicly, CDC has stated to the 
community that this guidance would clearly decouple HIV surveillance from Partner 
Notification. However, the draft guidance does not state this as a CDC policy and



alludes, in passing . to concurrence from a community planning group NOT TO THE 
LINKING OR DELINKING, but to an overall sense of resonance (see page 18V 
Later in the document. CPC OMITS any reference of CPG concurrence in light of 
Partner Notification programs, thereby establishing a conflicting message within the 
guidance and therefore to the jurisdictions (see page 27).

• State protections for privacy and confidentiality are suggested but not 
required. States can implement HIV surveillance by name with absolutely no 
requirement from CDC as to the minimum level of legal protection within the state.

• CDC carefully omits the fact that 10 states have eliminated anonymous testing 
since expanding their AIDS surveillance to include HIV reporting by name.

• CDC ignores its own data (April 28,1998 MMWR) when it falsely states that HIV 
surveillance will give an accurate and timely profile of a jurisdiction’s HIV rate.
In the 4/28/98 MMWR, 28% of the cases had UNREPORTED RISK, meaning that 
the alleged data showing risk and other demographic information was not available 
at the time of the submission of this data to CDC. Data with no reported risk neither 
facilitates good planning nor a serious analysis of gaps in services (prevention or 
othenwise).
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Bill to Track People Infected With H.I. V. Gains in Albany
By RICHARD PEREZ-PENA

ALBANY, June 18 — With just 
hours left in the legislative session, 
leaders of the State Assembly to­
night dropped their opposition to a 
measure requiring that the names of 
H.l.V.-positive people be reported to 
the state and mandating that govern­
ment health workers ask infected 
people to name their sexual partners 
so they ctm be notified that they are 
at risk.

The Republican-controlled Senate 
passed the bill tonight by a vote of 55 
to 6, and a large majority of Assem­
bly members is known to favor the 
measure, which has been kept from a 
vote by the leadership in recent 
years. Gov. George E. Pataki, a Re­
publican, also favors the bill in con­
cept, but aides said he would not 
comment on it until his lawyers had 
read it.

After years of resisting the con­
cept, the Democrats who control the 
Assembly said their house would 
pass the bill requiring reporting, by 
name, of people infected with the 
AIDS virus, to the State Health De­
partment, which would keep a cen­
tral registry of the names of infected 
people.

Local health agencies would be 
required to interview all people re­
ported as testing positive, ask them 
to name their sexual partners, and 
then warn those partners that they 
had been exposed to the virus. But 
the law would not penalize anyone 
who refused to divulge the names of 
their sexual partners.

Twenty-eight other states, includ­
ing New Jersey, already track H.I.V. 
cases by name, but many of those do 
not mandate the tracing of contacts.

Passage of the measure in New York 
would be significant because it has 
the nation’s highest rate of reported 
AIDS cases.

Public health officials have said 
that reporting by name and tracing 
contacts are needed to make sure 
that people are aware that they have 
been exposed to the virus, in part to 
reduce the risk of spreading the in­
fection.

AIDS-treatment advocacy groups 
have fought the measure, contending 
that it would discourage people from 
being tested and seeking treatment. 
Some said patients could be effec­
tively tracked without using their 
names, by assigning them identifica­
tion codes. But supporters of the bill 
said such a system would be cumber­
some and might hinder the ability to 
track the spread of the disease.

It has long been clear that such a 
bill had enough votes to pass the 
Assembly — nearly all the 53 Repub­
licans and most of the 97 Democrats 
favor it — but Assembly Speaker 
Sheldon Silver kept it from coming to 
a vote for years.

The bill’s sponsor. Assemblywom­
an Nettie Mayersohn, a Queens Dem­
ocrat, has been a loud and relentless 
advocate, spending years trying to 
embarrass Mr. Silver into allowing a 
vote. And many Assembly members 
have said the public pressure on 
them to act grew greatly with the 
news last fall that one man, Nushawn 
J. Williams, had infected more than a 
dozen women and girls in small 
towns in western New York. .

On the last day of the legislative 
session, Mr. Silver gave in to pres­
sure from other Democrats. Many 
genuinely supported the measure.
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while others feared their failure to 
act on it would be used against them 
as a campaign issue by Republicans. 
Mr. Silver negotiated some minor 
changes with Ms. Mayersohn, then 
freed legislators to vote as they 
pleased. The bill squeaked through 
two committees, by votes of 11 to 10, 
before going to the floor.

“This is a great moment for com­
mon sense,” said Ms. Mayersohn. 
“This is what we do with every other 
serious communicable disease, and

Fear that a measure 

will dissuade some 

from seeking help.
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what we should have done years ago 
with this one.”

But Robert Jaffe, a lobbyist for 
Gay Men’s Health Crisis, said, “It 
really intrudes upon the relationship 
between the physician and the pa­
tient. The idea that H.l.V.-positive 
persons will disclose to government 
workers who they don’t know and 
don’t trust is a fantasy. From the 
beginning, we’ve been told this was 
being driven by the politics sur­
rounding the Nushawn Williams 
case.”

Despite the resolution of the AIDS 
issue, many legislators expressed 
disappointment about a session that 
seemed much more promising 
months ago. In April, many lawmak­
ers were euphoric after the Legisla­
ture enacted the least-tardy state 
budget in five years. For the first 
time, the budget was hammered out 
in conference committees, with the 
involvement of many rank-and-file 
legislators, rather than in secret 
meetings among state leaders.

But for those same lawmakers, the 
last seven weeks of the session — 
and the final 48 hours in particular — 
were a distinct letdown. Mr. Pataki, 
who is running for re-election, took 
much of the wind out of the Legisla­
ture’s sails by vetoing $1.6 billion in 
spending it had approved, and the 
rest of the session sank into a morass 
of recriminations and election-year 
politicking.

“Outside of getting a budget done 
in a timely way, there was virtually 
nothing accomplished here,” said 
Assemblyman John J. Faso of Kin- 
derhook, the Republican minority

leader. “It’s been a very frustrating 
session.”

One of the final deals made by 
lawmakers strikes at health insurers 
that deny people coverage for treat­
ment, whose only option is to appeal 
the insurer. Instead, the agreement 
reached by Mr. Silver, Mr. Pataki 
and the Senate majority leader, Jo­
seph L. Bruno, would allow patients 
to appeal a denial of treatment — 
Including of experimental treat­
ments — to an independent arbiter 
chosen by the State Health Depart­
ment. Both houses were expected to 
approve the bill tonight.

The bill could neutralize what was 
shaping up to be an issue in the 
gubernatorial race. Lieut. Gov. Betsy 
McCaughey Ross, Mr. Pataki’s one­
time protegee who is now running 
against him as a Democrat, has 
made attacks on health maintenance 
organizations and calls for an out­
side appeals process a centerpiece of 
her campaign, and some of the other 
Democrats in the race have joined in.

Mr. Silver, Mr. Pataki and Mr. 
Bruno also agreed on an expansion of 
the state’s health care program for 
children of low-income families, 
which will be paid for by New York’s 
share of a $24 billion Federal grant 
program established last year. 
About 420,000 children are eligible 
for the program, but fewer than half 
that number are enrolled.

The most prominent proposal to 
fade away in the waning hours, and 
the one Mr. Pataki had pressed for 
most vigorously, was one that would 
have ended parole boards’ ability to 
release violent felons from prison 
early. Under the measure, felons 
would have been required to serve at 
least 85 percent of their sentences.

As with many of the issues taken 
up this year, the Democratic Assem­
bly leaders were reluctant to go 
along, but were aware that the Gov­
ernor’s position was popular, and 
that Democrats might pay a price at 
the polls for opposing it.

In the second-to-last week of the 
session, Mr. Silver said he would 
accept the parole provision if it were 
linked to expanded education pro­
grams in prisons and to laws allow­
ing some felons to be sentenced to 
drug treatment programs rather 
than prison. Mr. Pataki and Mr. Bru­
no rejected those conditions, and de­
spite negotiations that continued far 
into the night tonight, no compromise 
was reached.
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The Honorable William J. Clinton 
President 
The 'WTiite House 
Wasliiiigton DC 20500

Dear Mj;, President:

The Center for Disease Control’s (CDC) plan to issue guidelines recommending that all 
states adopt a name-based HIV surveillance system concerns me greatly. While I fully support 
the development of HIV surveillance systems to more accurately track the scope of the HIV 
epidemic, the CDC should not attempt to limit states by implementing only name-based systems. 
As Governor of a State whose law requires a noir-nanre based surveillance system, I request that 
CDC promote a more balanced approach.

In the past three years, Maryland has implemented a uon-nainc based surveillance system. 
This was done in response to legislation considered and passed by tlie Maryland state legislature 
(Health General § 18-205, Laboratory Examination Rqmrts). Our Health Department has worked 
to implement, evaluate and improve cur system. The current HTV surv'eillance system, by unique 
identifier, has provided tire Department of Health and Mental Hygiene with sufficient 
information to effectively conduct disease suivcillancc, identify new demographic trends, and 
appropriately target prevention efforts and limited health resources. Maryland has implemented 
its system without financial support from the CDC although the Department has requested to use 
funds from Maryland’s surveillance cooperative agreement, including unspent funds.

Maryland and otlicr State public health officials should be allowed to choose an HIV 
surv'cillancc system based on the needs of our communities. State self-determination has long 
been the hallmark of our nation’s public health efforts and disease surveillance strategies, and has 
been traditionally supported by the CDC. I request that any CDC guidelines offer support and 
flexibility to develop HIV surveillance systems with specific outcome objectives,

DEPARTMENT OF HEALTH & MENTAL HYGIENE 
AIDS ADMINISTRATION

500 N. Calvert Street, 5th FI. 
Baltimore, Maryland 21202

State of Maryland

Liza Solomon, Dr.P.H.
Director

AIDS Administration

(410) 767-5013 FAX (410) 333-6333
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Thank you for your attention to this very important matter. If you have any questions, 
plc.-rce foe) fi t'j to .'c-Mci 'rr, or have your staff contact my Washington, D C. office at (202) 
624-1J2C.

Sincerely,

?3i':is hi. Giendsiun^ 
Governo)

r
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The Honorable Donna Shalala 
Secretary
Department of Health and Human Services 
200 Independence Avenue, S.W.
Room 615 F 
Washington, DC 20201

Dear Secretary Shalala;

The Center for Disease Coritrol's (CDQ plan to issue guidelines recommending that all 
states adopt a name-based HIV surveillance system concerns me greatly. While I fiilly si^port 
the development of HIV surveillance systems to more accurately track the scope of the HIV 
epidemic, the CDC should not attempt to limit states by implementing only name-based systems. 
As Governor of a SL'ite whose law requires a non- name based surveillance system, I request that 
CDC promote a more balanced approach.

In the past thiec years, Maryland has implemented a non-name based surveillance system. 
I'his was done in response to iegisiation considered and passed by the Maryland stale legislatirre 
(Hcaltli General §18-205, Laboratory Examination ReporC’). Our Health Department has worked 
to implement, evaluate and improve cur system. The current HIV surveillance system, by unique 
identifier, has provided the Department of Health and Mental Hygiene with sufficient 
infotmatic?n to eflecUvely conduct disease surveillance, identify uev; deinogTaphic trends, and 
appropriately taigct prevention efforts and liirdtcd.heaiui reso'orccs. Maryland has iraplcuiented 
its system without financial support from the CDC although the Department has requested to use 
funds from Maryland’s surveillance ccoperati'r agreement, including unspent firnds.

Maryland and other State public health officials should be allowed to choose an HlV 
surveillance system based on the needs of our communities. State selMetermination has long 
been the hallmark of our nation’s public health efforts and disease surveillance strategies, and has 
been traditionally supported by the CDC. I request that any CDC guidelines o.ffer support and 
flexibility to develop HIV surveillance systems with specific outcome objectives,
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whether employing naine or non-name based systems, in keeping Vi-ith State self ccteaciriitiou 
and autonomy. Ffxleral l esoarces should be distributed in support of a range of state-detennined 
surveillance systems that can reach a set of prescnbsd objective.'!.

Thank you for your attention to this verj' important matter. If you have any questions, 
please feel free to contact me, or have your staff contact my W:iflhington, D.C. office at (202) 
624-1430.

iiTjc?T'ily,

ClA>^

Parris N. GIcndening 
G:‘.vcrcior
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The Honorable Donna Shalala 
Secretary
Department of Health and Human Services 
200 Independence Avenue, S.W.
Room 615F 
Washington DC 20201

Dear Secretary Shalala:

We are writing to express our concern about the Center for Disease Control's 
(CDC) plan to issue guidelines recommending that all states adopt a name-based HIV 
surveillance system. While we fully support the development of HIV surveillance systems to 
more accurately track the scope of the HTV epidemic, we feel that the CDC should not attempt 
to limit states by implementing only name-based systems. As the public health official of a state 
whose law requires a non-name based surveillance system, I would like to respectfully request 
that CDC promote a more balanced approach.

In the past three years, Maryland has implemented a non-name based surveillance 
system. This was done in response to legislation considered and passed by the Maryland State 
Legislature (Health General §18-205 Laboratory Examination Reports). Our Health 
Department has worked to implement, evaluate and improve our system. Although recently 
questioned by the CDC (MMWR Vol. 46, January 9, 1998), we believe that our current HIV 
surveillance system, by unique identifier, has provided our Department with sufficient 
information to effectively conduct disease surveillance, identify new demographic trends, and 
appropriately target prevention efforts and limited health resources. We have been able to 
implement our system without financial support from the CDC although we have requested to 
use funds from Maryland's surveillance cooperative agreement, including unspent flmds.

Maryland and other state public health officials should be allowed to choose an HIV 
surveillance system based on the needs of their individual communities. State self-determination 
has long been the hallmark of our nation's public health efforts and disease surveillance 
strategies, and has been traditionally and consistently supported by the CDC. Specifically, we 
request that any CDC guidelines offer support and flexibility to the states to develop HIV

201 West Preston Street - Baltimore, Maryland 21201 - (410) 767-6500 
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The Honorable Donna Shalala 
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surveillance systems with specific outcome objectives, whether employing name or non-name 
based systems, in keeping with State self-determination and autonomy. Federal resources 
should be distributed in support of a range of state-determined surveillance systems that can 
reach a set of prescribed objectives.

Thank you for your attention to this very important matter.

Sincerely,

Martin P. Wasserman, M.D., J.D.
Secretary
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HIV Surveillance by non-name based identifier, the Maryland Experience

In order to enhance our understanding of the full spectrum of HIV disease and to better 
understand the epidemiology of those newly infected with HIV, Maryland implemented a 
system of HIV surveillance. Beginning in 1994 Maryland began HIV reporting using 
non-name based unique identifier (UI) codes. This report describes the Maryland system, 
how it works, and presents some initial findings from the Maryland evaluation.

Why non named based HIV surveillance?

Maryland’s UI system was implemented after attempts to institute HIV name reporting 
were defeated in the Maryland legislature over the course of many years (bills defeated 
yearly 1988-1994). An important consideration in the defeat of a name based surveillance 
system was concern that such a system would discourage individuals from seeking HIV 
testing and thus delay treatment. The decision to move forward with a UI based HIV 
surveillance system was strongly supported by the HIV affected community in Maryland.

Description of the Program

The Maryland HIV surveillance program requires that positive HIV tests and CD 4 counts 
of 200 or less are reported by laboratories using a unique identifier (UI). Exemptions to 
the UI reporting system include blood, semen or tissue donors, individuals who do not 
reside in Maryland, DHMH designated anonymous test sites, and some limited research 
activities.

The UI is a 12 digit number consisting of the last four digits of the social security number 
(SSN), the individual’s date of birth, a digit representing the individual's race/ethnicity 
and a digit for the individual's gender. The provider who orders an HIV or CD4 test 
creates the UI number which is sent with the laboratory requisition. The laboratory sends 
the UI report form for positive HIV tests and CD4 counts less than 200 to the state AIDS 
Administration office or to the local health department, which then forwards the report to 
the AIDS Administration. The AIDS Administration matches each UI received against 
the State AIDS Registry, (UIs were created for all records in the AIDS registry) thus 
creating a registry of HIV infection that is not yet reportable as AIDS. Surveillance staff
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call physicians as necessary to verify the UI number, check for incomplete information, 
and obtain information on clinical status and risk categories. Patient names are not given 
to the surveillance staff unless the clinician indicates that the patient has been diagnosed 
with an AIDS defining condition. Surveillance staff may then assist the clinician in filling 
out an AIDS case report.

Implementation of the UI system

In order to get an unduplicated count of the number of individuals with HIV infection, 
and to be able to differentiate between newly diagnosed HIV cases from previously 
reported AIDS cases, it is important to have the UI code filled in accurately and 
completely. An evaluation of the completeness of UI elements reveals that there has been 
significant improvement in the completeness of UI elements over time, as providers have 
become more used to the UI system. While only 55% of the UIs were complete in the first 
six months of the program, 66% percent of UIs reported in the last six months of 1997 
were complete. In an assessment of our ability to improve on the completeness of UI 
numbers, additional training was provided to staff at Counseling and Testing Sites; after 
the initial training period, completeness of UI numbers increased to 97 percent. This 
suggests that continued provider education and assistance would improve on the overall 
completeness of UIs.

Ongoing evaluation of the UI system - does it work?

As implementation of the UI system continues, several evaluation activities are underway. 
In addition to the ongoing assessment of the completeness of the UI number, the AIDS 
Administration has conducted an evaluation of the “uniqueness” of the UI. This analysis 
included two approaches, an examination of whether UIs could effectively differentiate 
separate individuals, and an assessment of the completeness of reporting.

To test the uniqueness of the UI we examined the records from Maryland residents in the 
AIDS registry in which we were able to create a full UI number. We then examined how 
often identical UTs would be found in a registry which should contain no duplicates. Of 
the 15,672 records in the AIDS registry, use of the full UI was able to correctly 
differentiate individuals greater than 99% of the time.

To test whether this 99% uniqueness would hold true in the field, the AIDS 
Administration examined all identical UIs in one jurisdiction. In a comparison of records 
from clients who had the same UI but had made several visits we were able to 
demonstrate that individuals were correctly given the same UI when they received 
additional HIV positive test results or additional CD4 counts. Although this analysis of 
uniqueness will be performed in other areas of the state to confirm this result, this initial 
examination suggests that the UI numbers do work to designate unique individuals.

An analysis of the completeness of reporting is currently underway. However, preliminary 
data demonstrates that completeness of HIV reporting in Maryland is comparable to that

DHMH AIDS Administration June 8. 1998



seen in names reporting states. According to the Centers for Disease Control and 
Prevention, among states that have HIV name based reporting, the ratio of new HIV to 
new AIDS cases varies from 0.6 (Arizona) to 1.6 (Nebraska) with a mean of 0.9. The 
ratio of HIV to AIDS cases in Maryland is 0.9, suggesting that the data obtained from 
Maryland’s reporting system is comparable to that seen in name based states.

What we learned from our HIV reporting system - HIV AIDS differenees

In order to appropriately plan prevention services and allocate treatment resources to 
areas of greatest need, both HIV and AIDS cases must be examined. A comparison of 
age, race and gender characteristics of those diagnosed with HIV with AIDS 
demonstrated significant differences in age and gender distribution. In 1996, 29 percent of 
new AIDS cases in Maryland were found among women, however, 41 percent of HIV 
cases in that year were seen in women. Differences in age distribution of those with HIV 
as compared to those with AIDS were also seen. Among cases of AIDS reported in 1996 
13 percent were among individuals age 20 to 29; however, among individuals with HIV 
only, 21 percent were within this age group. Also of interest is the finding that the 
number of individuals above 50 with AIDS is higher than those seen among individuals 
with HIV. An examination of race differences did not show any significant change in 
patterns among those with HIV infection versus AIDS, 82 percent of those with AIDS are 
minorities as compared to 82 percent of individuals diagnosed with HIV. Data from our 
HIV reporting system will be used to guide prevention and services resource allocations.

Conclusion

Maryland’s UI system has provided epidemiologic data which will be of increasing 
importance to our states’ ability to understand the changes in the HIV epidemic. The 
creation and maintenance of the Maryland HIV reporting system has been implemented 
with minimal cost and without additional federal or state support. We believe that states 
considering implementing an HIV reporting system may want to consider models such as 
Maryland’s to help provide needed epidemiologic data while protecting the 
confidentiality of people with HIV.

DHMH AIDS Administration June 8, 1998
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Numbers? Names? Neither? The battle over HIV case 
reporting continued in January when the Centers for Disease 
Control and Prevention (CDC) published an article 
criticizing the use of unique identifier (UI) codes for 
tracking HIV cases by Texas and Maryland, the only two 
states with such a system. The codes, which include 
birthdates and partial Social Security numbers, are meant to 
dispel would-be test-takers' fear that their names will be sent 
to a state agency. Most AIDS organizations favor UIs over 
names, and some reject any form of listmaking as a recipe 
for driving those at risk underground. But the CDC is 
pushing for names, claiming that UIs "complicate efforts to 
collect risk-behavior information" and "contribute to a high 
rate of incomplete case reporting." Officials in charge of 
Maryland's three-year-old UI system admit flaws but remain 
fans. "We're seeing improvement in completion of codes," 
said Liza Solomon, director of AIDS administration for 
Maryland's Department of Health, adding: "If yop really 
want a system to work, it needs to be supported. The CDC 
refuses to fund UI systems."
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The Honorable Donna E. Shalala 
Secretary
Department of Health arid Human Services 
200 Independence Avenue, S.W.
Washington, D.C. 20201

Dear Secretary Shalala:

As the Chair of the NIH Office of AIDS Research Advisory Coimcil, I am transmitting 
to you a recommendation that received the unanimous support of the Council at our 
April 29 meeting.

The Office of AIDS Research Advisory Council expresses great concern that the 
system for tracking the HTV/AIDS epidemic in the United States may become 
increasingly inaccurate as a result of the current method of name reporting of HIV 
infection. The need for accurate and timely data on both AIDS and HTV disease 
prevalence and incidence remains of central importance for prevention, treatment, and 
policy planning. However, continuing concern about the potential and real misuse of 
name reporting of HTV infection will likely result in individuals’ and communities’ 
avoidance of the use of prevention and treatment resources. Underreporting and 
biased reporting will result This, in turn, will have adverse effects on the nation’s 
response to the continuing threat and consequences of HIV disease and may blunt the 
great progress that has been made in both prevention and treatment.

The technology exists for coded encryption. The Advisory Council strongly 
recommends that this technology be applied to an HTV reporting system that would 
assure both accuracy and completeness of reporting, and the protection of 
confidentiality.

Sincerely,

Charles C.J. Carpenter, M.D.
Chair, Office of AIDS Research Advisory Council

cc:
Dr. David Satcher, Surgeon General 
Dr. Claire Broome, CDC
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Dear Dr. Gayle;

AIDS Action, representing over 2,000 community-based organizations, is writing to 
express concern over the Centers for Disease Control and Prevention’s (CDC) 
efforts to modify the nation’s current AIDS/HIV surveillance system by moving to 
a names based system for HIV reporting. AIDS Action recently resolved to support 
HIV reporting by unique identifiers (Ul) and other non-names based surveillance 
systems (see enclosure).

Given our community’s long-standing history of working together to resolve 
difficult issues and implement sound public health policies, we are concerned about 
the method and speed by which CDC is moving to implement a new HIV names 
reporting system. AIDS Action urges the CDC to reconsider the rapid 
implementation of a new HIV surveillance system based on names. Instead, we 
propose that the CDC continue to work with community, health, and state 
advocates in developing a new HIV surveillance system that will gather the data we 
need to have a more accurate picture of the epidemic.

Although all states conduct AIDS surveillance based on names, the prospect of 
adopting this system for HIV is significantly different and potentially more 
devastating. We are deeply concerned that the CDC’s new system will not take into 
consideration a myriad of complex issues such as:

❖
❖
❖

removing barriers to testing including increasing the availability 
of anonymous testing; 
confidentiality and privacy concerns; 
linkages to care and new treatments; and
development of sophisticated non-names based HIV surveillance 
systems.

These issues are critical to the success of any new HIV surveillance system that is 
developed. For example, we believe the CDC needs to be more vigilant about 
encouraging HIV testing, ensuring confidentiality, and removing obstacles that 
discourage testing. The collection of names on central HIV registries will serve as 
a serious deterrent to HIV testing, particularly for individuals in high-risk groups. 
The absence of anonymous testing in a number of states is disturbing and also



serves as a deterrent to individuals seeking testing. AIDS Action recommends that 
CDC encourage all states to provide anonymous testing to ensure that 
individuals are not deterred from seeking HIV testing. Reversing the trend 
exemplified by the ten states that do not offer anonymous testing, but have HIV 
names reporting, is essential.

In the area of confidentiality and privacy, it is important to consider that HIV 
names registries are likely to be kept for 20-30 years instead of the 20-30 months 
that the registries were kept for individuals with end stage AIDS diagnoses. People 
with HIV infection are still working, applying for insurance and loans, all of which 
could be jeopardized by the mishandling of these registries. In light of these 
circumstances and recent court decisions which suggest that asymptomatic HIV 
positive individuals may not be afforded discrimination protections under the 
Americans with Disabilities Act, we have grave concerns about a names based 
system.

Linkages to care and access to early interventions are essential to help HIV infected 
individuals stay healthy. However, the proposed new system would do little to help 
HIV infected populations access our medical care system and the promising new 
treatments that are now available. Individuals with AIDS who are now reported are 
eligible for disability income support programs and Medicare and Medicaid. We 
believe that before any new system is adopted, we need to further explore the 
relationship a new CDC initiated HIV surveillance system would have with the 
programs at the Health Resources Services Administration (HRSA), and the Health 
Care Financing Administration (HCFA).

Further, AIDS Action is especially disappointed that the CDC has not adequately 
invested resources in the development of non-names based HIV surveillance 
systems such as Maryland’s UI system. States should be encouraged to develop 
non-names based systems and they should be provided with adequate resources 
necessary to start-up and perfect these systems. Since non-names systems such as 
UI’s are new to the United States, states choosing this option should be given time 
to modify and adjust their operations in order to insure maximum effectiveness and 
reliability of data. Options regarding surveillance systems can only be effectively 
evaluated if properly funded and all investments including start-up costs are evenly 
distributed to states (e.g.. New Jersey received dollars for creating a name based 
system whereas Maryland received only evaluation money). AIDS Action 
recommends that the CDC provide the necessary resources to support the 
efforts of states to create and improve UI reporting systems and other non 
names-based surveillance systems without reducing the funding available for 
prevention programs.

We are also concerned about your expected endorsement of HIV reporting by name 
in the November issue of the Morbidity and Mortality Weekly Report (MMWR) 
coupled with the publication of a study evaluating the UI systems in Maryland and 
Texas. AIDS Action urges that you reconsider the publication of a CDC



editorial position at this time. We are also concerned about the publication of 
the UI evaluation study given CDC’s lack of investment in the development of 
these systems and demonstrated bias regarding support of states that 
implement HIV surveillance by name.

AIDS Action welcomes the opportunity to work with you on this important issue 
and we will contact you in the next few weeks to set up a meeting. Thank you for 
your consideration of our views.

Sincerely,

Daniel Zingale ' 
Executive Director

cc: Mr. Kevin DeCock
Ms. Nancy Ann-Min DePearle
Mr. Don Gips
Mr. Josh Gotbaum
Mr. Chris Jennings
Hon. Nancy Pelosi
Mr. David Satcher
Hon. Donna Shalala
Mr. Richard Socarides
Mr. Kevin Thurm
Ms. Sandy Thurman
Mr. John Ward



AIDS ACTION RESOLUTION IN SUPPORT OF HIV REPORTING BY UNIQUE 
IDENTIFIER AND OTHER NON NAME-BASED SURVEILLANCE SYSTEMS

WHEREAS, AIDS surveillance and AIDS case reporting do not provide an accurate view of the extent of the 
epidemic nor give a timely and complete indication of trends in the epidemic; and

WHEREAS, generating data which is more representative of the scope of the epidemic can help us better 
allocate limited resources, target and evaluate prevention efforts, educate the public about the epidemic, and 
project where the epidemic is going; and

WHEREAS, HIV names reporting may discourage individuals from seeking HIV testing and treatment and 
the implementation of HIV names reporting is not currently accompanied by guaranteed access to care and 
treatment; and

WHEREAS, no strong federal privacy law governing health information currently exists and state privacy 
protections are inadequate; and

WHEREAS, reeent court decisions suggest limited or no discrimination protections for asymptomatic HIV 
positive individuals under the Americans with Disabilities Act (ADA); and

WHEREAS, the negative aspects of name reporting, in the absence of guaranteed access to health care and 
strong privacy protections, outweigh the potential benefits of this approach; and

WHEREAS, non name-based surveillance systems, such as unique identifier reporting and population based 
sampling, will support the public health goals of providing data which can help us allocate limited resources, 
targeting and evaluating prevention efforts, educating the public about the epidemic and projecting where the 
epidemic is going, while protecting confidentiality and not discouraging people from seeking HIV testing.

BE IT RESOLVED:

That AIDS Action supports the development of non name-based HIV surveillance systems, including 
unique identifiers, to achieve the public health goals of HIV surveillance.

That AIDS Action opposes name based HIV surveillance.

That AIDS Action calls on the federal government to provide the resources necessary to support the efforts of 
states to create and improve unique identifier reporting systems and other non name-based surveillance 
systems without reducing the funding available for prevention programs.

That AIDS Action calls on the federal government to require states which have adopted or may adopt a names 
reporting system to provide and/or continue a publicly-funded anonymous testing option to ensure that 
individuals are not deterred from seeking HIV testing.

That AIDS Action calls on the Clinton Administration and the United States Congress to move forward 
expeditiously to enact and implement a strong federal confidentiality law which serves as a minimum standard 
for protecting the privacy of all health-related information.

That AIDS Action calls on the federal government to initiate efforts to guarantee access to care and treatment 
for all HIV positive individuals.

Adopted by the Board of Directors of the AIDS Action Council, October 18, 1997
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SAN FRANCISCO AIDS FOUNDATION P.O. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6182

October 31, 1997

Dear Colleague:

As you know, there has recently been a great deal of discussion about the need for 
improved HFV surveillance, with much of the debate focusing on the issue of names 
reporting. In the upcoming months, the U.S. Centers for Disease Control and Prevention 
(CDC) is expected to issue guidelines encouraging all states to implement an HIV reporting 
system, and will most likely give preference to a name-based system. After the first of the 
year, we also expect the introduction of state legislation to mandate reporting of HIV cases 
by name to public health officials in California.

In anticipation of these potential developments, the San Francisco AIDS Foundation 
recently issued the enclosed position statement on HIV surveillance and reporting. We 
hope that you will read it though, and that it will inform your own thinking about this 
important policy debate.

In summary, while the Foundation agrees that there is a need for improved HIV 
data — i/this information is in fact used to better plan for future service needs and to target 
and evaluate prevention efforts — we continue to disagree strongly that HIV names 
reporting is necessary to accomplish this goal, particularly given the potential negative 
repercussions associated with this type of reporting system. We believe that another HIV 
reporting system could be developed — such as reporting via a unique identifier code — that 
would not raise the same public health and privacy concerns associated with HIV names 
reporting. In addition, we absolutely reject the popular misconception that names reporting 
is necessary in order to improye access to new treatments.

Other advocacy organizations, including the National Association of People with 
AIDS (NAPWA), ADDS Action Council, AIDS Action Committee of Boston and the 
American Civil Liberties Union (ACLU) have recently issued similar statements because of 
concerns about names reporting.

Based on our position statement, the Foundation will advocate adoption of local, 
state and national surveillance systems that provide useful data while minimizing any 
potential harm to individuals living with HIV. If you have additional questions, please feel 
free to contact the Public Policy Department at (415) 487-3080.

Sincerely,

Regina.Aragon
Deputy Director for Public Policy

10 UNITED NATIONS PLAZA 
SAN FRANCISCO, CALIFORNIA 94102-4901 

(415) 487-3000
^ prmwrf on etcyelod fiopor
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SAN FRANCISCO AIDS FOUNDATION P.O. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6162

EXECUTIVE SUMMARY OF THE 
HIV SURVEILLANCE AND REPORTING POLICY STATEMENT 

OF THE SAN FRANCISCO AIDS FOUNDATION

Changes in the epidemic have led many public health officials to express increasing concern that 
existing AIDS surveillance efforts are becoming outdated. This has often resulted in the call for 
some type of HIV reporting system.

The San Francisco AIDS Foundation acknowledges there is a need for improved HIV data, if this 
information is used appropriately to better plan for future service needs, target and evaluate 
prevention efforts, and inform resource allocation decisions. However, we strongly disagree 
that HIV names reporting is pe^'essary to accomplish these goals, and we do not believe that 
the benefits of names reporting outweigh the potential negative repercussions associated 
with this type of surveillance system (such as the possibility that some individuals would be 
deterred from seeking HIV testing and/or treatment under such a system).

Any system that is developed should meet the goals of HIV surveillance and the criteria by 
which HIV surveillance systems should be evaluated that are outlined below. Non-names based 
surveillance systems that may be able to meet these goals and criteria, such as reporting systems 
that utilize unique identifiers, must be more aggressively examined in an unbiased fashion as a 
viable alternative to HIV names reporting.

Goals and Appropriate Uses of HIV Surveillance Data

We believe that HIV surveillance should only be designed to help meet the following goals:

Better determine and understand the demographic and risk profiles of the current epidemic; 
Plan for future health care and social service needs;
Track new incidence of HIV in order to target prevention efforts;
Evaluate overall efficacy of prevention efforts;
Inform rational resource allocation.

Any HIV surveillance system that is developed should include specific mechanisms to ensure 
that surveillance data is utilized to meet these goals. In addition, although certain activities are 
worthy goals of HIV testing and treatment programs—such as linking individuals to care and 
treatment or identifying additional individuals who have possibly been exposed to HIV—these 
are not appropriate uses of HIV surveillance data. HIV reporting will not make treatment more 
available or accessible and is not needed to conduct effective partner notification.

Criteria That Should Be Utilized to Evaluate HIV Surveillance Efforts

The Foundation believes there are reasonable and appropriate criteria that must be met to justify 
the use of any particular HIV surveillance system. Specifically, an HIV surveillance system 
should:

1
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SAN FRANCISCO AIDS FOUNDATION P.O. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6182

HIV SURVEILLANCE AND REPORTING POLICY STATEMENT 
OF THE SAN FRANCISCO AIDS FOUNDATION

Introduction

Changes in the epidemic have led many public health officials to express increasing concern that 
existing ADDS surveillance efforts are becoming outdated. Because new treatment options are 
thankfully slowing or stopping disease progression in many individuals living with HTv, greater 
numbers of individuals are not progressing to ADDS. These individuals are therefore not being 
reported systematically to public health entities (since in California and many other states, only 
ADDS cases are reportable). As a result, some public health officials have argued that ADDS case 
data are becoming less indicative of both the number and the demographics of individuals who 
are actually HIV-infected. Often, this has led to the call for HFV names reporting, whereby all 
individuals living with HIV would be reported by name and other identifying information to their 
local and/or state health departments.

The San Francisco ADDS Foundation acknowledges there is a need for improved HFV data, if this 
information is used appropriately to better plan for future service needs, target and evaluate 
prevention efforts, and inform resource allocation decisions. However, we strongly disagree 
that HIV names reporting is necessary to accomplish these goals, and we do not believe that 
the benefits of names reporting for people living with HIV outweigh the potential negative 
repercussions associated with this type of surveillance system (such as the possibility that 
some individuals would be deterred from seeking HIV testing and/or treatment under such 
a system).

Although the Foundation remains strongly opposed to mandatory names reporting, other HIV 
surveillance and/or reporting systems may be available or developed that could provide better 
data regarding the HIV epidemic without having the potentially negative impact of names 
reporting. This could include some type of HFV reporting by unique identifiers, in which an 
individual is assigned a unique and confidential code that is reported, expanded use of 
seroprevalence and seroincidence studies, or some other type of surveillance mechanism.

The remainder of this document outlines what we believe are the goals and appropriate uses of 
HIV surveillance systems, as well as criteria that should be used to judge any HFV surveillance 
system that is implemented. Non-names based surveillance systems that may be able to meet 
these goals and criteria, such as reporting systems that utilize unique identifiers, must be more 
aggressively examined in an unbiased fashion as a viable alternative to HIV names reporting.

10 UNITED NATIONS PLAZA 
SAN FRANCISCO, CALIFORNIA 94102-4901 

(415)487-3000
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HIV Surveillance and Reporting Policy Statement 
Page 2

Goals and Appropriate Uses of HIV Surveillance

We believe that HIV surveillance should only be designed to help meet the following goals:

• Better determine and understand the demographic and risk profiles of the current 
epidemic. Relying exclusively or primarily on AIDS reponing and surveillance makes it 
difficult to obtain a current “snapshot” of the HIV epidemic, and this is becoming even more 
problematic as fewer individuals are progressing to AIDS. However, it should be noted that 
HIV reporting data would be limited in that it would only provide information on those who 
self-select to be tested at a site where they are reported to government officials and/or those 
who seek health care for their HIV status. This data would in no way provide comprehensive 
information on all individuals who are HIV-infected.

• Plan for future service needs. The data gathered through HIV surveillance have the 
potential to provide community planners, leaders, and advocates with information to better 
assess and plan for upcoming healthcare and support service needs for people living with 
HIV/AIDS.

• Track new incidence of HIV in order to target prevention efforts. Ideally, HIV 
surveillance data could help us to better identify who is currently becoming infected (i.e. 
which risk behaviors and/or populations) and identify new trends in the epidemic, so that 
prevention efforts could be more quickly directed to those individuals at greatest risk for 
infection.

• Evaluate overall efficacy of prevention efforts. Surveillance information could also be 
used to help in broadly assessing the effectiveness of HIV prevention strategies. If HIV 
surveillance demonstrates that HIV infections are continuing to increase in a community, this 
may indicate a need to re-evaluate, alter and/or expand prevention efforts.

• Inform rational resource allocation. This data and its ability to assist in planning for future 
needs and targeting and evaluating prevention efforts could also be used to better inform 
resource allocation decisions. Surveillance data has the potential to inform both HIV- 
specific decisions (e.g., to determine funding for different HIV-specific services or for 
particular HIV-affected populations) and to inform broader, non-HIV specific funding 
decisions (e.g., deteiiriinirig spending for ilT/ andy'or health care broadly as compared to 
other services or issues).

Any HIV surveillance system that is developed should include specific mechanisms to ensure 
that surveillance data are utilized to meet these goals. Far too often, surveillance systems have 
been developed that do nothing more than collect data, but are never actually used in a 
meaningful way to plan for improved service delivery or to inform the resource allocation 
process. It is unacceptable to collect this data without it clearly being used to meet goals that 
will benefit individuals living with HIV/AIDS. If the data collected through an HIV surveillance 
and/or reporting system are not actually utilized for these purposes or fail to meet these goals, the
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HIV Surveillance and Reporting Policy Statement 
Page 3

surveillance system should be terminated and any resources being used to implement such a 
system should be redirected to other urgent health care needs.

In addition, the Foundation believes that the goals listed above are the only legitimate and 
justifiable goals of HIV surveillance. Other ways in which HIV surveillance information could 
be used have been identified, such as increasing direct access to HFV care and treatment and 
identifying additional individuals who have possibly been exposed (e.g. partner notification 
efforts). Although these are worthy goals of HFV testing and treatment programs, the Foundation 
does not agree that these are appropriate goals for HFV surveillance. Specifically:

• HIV surveillance and/or reporting will not make treatment more available or 
accessible. Instead, adequate funding levels of HIV care and treatment services are needed 
to expand access to new HIV treatments. San Francisco serves as an exemplary model for 
getting individuals tested and into early treatment and care not because of any sort of HFV 
reporting system, but because the City has assured adequate funding for these services. HF/ 
surveillance or reporting will not in any way expand or improve access to care services.

• HIV reporting is not needed to conduct effective partner notification. Partner 
notification programs are already in place throughout California without any type of HFV 
reporting. If an individual is offered counseling on how to tell his or her previous partners 
about possible exposure to HFV or given the opportunity to have the local health department 
notify these partners, there is no need to have the initial case reported to the government. In 
fact, HIV reporting by name could actually discourage partner notification efforts because 
some individuals might be more reluctant to provide information about their partners if they 
know that their own name is going to be reported to a governmental entity.

Surveillance and reporting efforts have also been justified or used in extraordinarily 
inappropriate ways that actually harm or punish people living with HFV/AFDS. Specifically,
HIV surveillance or reporting systems must be designed so that they can never be utilized to: (1) 
quarantine those with HIV; (2) penalize and/or criminalize individuals accused of transmitting or 
exposing others to HIV; or (3) assist in coercive efforts to mandate use of HFV treatments. In 
addition, these systems should never be used to create and/or maintain a perception the 
government is appropriately and adequately responding to the epidemic. HIV surveillance 
and/or reporting funding should in no way replace current prevention efforts or care and 
treatment services.

Finally, some have argued that HFV should be reportable in order to ensure that standard public 
health tools are applied to HFV. The Foundation does not believe that this justification, in and of 
itself, is a necessary or important goal. Unless applying standard public health tools to HFV 
actually meets the appropriate goals of HFV surveillance that are identified above, there is not an 
inherent value to applying these tools. Furthermore, these public health tools have not proven 
themselves to be unilaterally effective in stemming the spread of other diseases and their 
usefulness must be evaluated in regards to each particular public health issue. Any system that is 
implemented should be designed in a way that acknowledges both the strengths and weaknesses 
of “traditional” surveillance systems and public health methods.

10/24/97
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Criteria That Should Be Utilized to Evaluate HIV Surveillance Efforts

As noted above, the Foundation agrees that improved surveillance efforts have the potential to 
improve HIV prevention efforts as well as care service delivery and planning. However, we 
also recognize that these same systems can have negative consequences for people living with 
HFV and those at risk for HIV infection, such as deteiring individuals from seeking testing and/or 
treatment, shifting resources from other HIV services into surveillance, and violating 
individuals’ confidentiality and/or civil rights. It is absolutely critical that we examine the trade­
offs between obtaining better data and possible negative impact of this process. Thus, there must 
be a careful examination of any surveillance or reporting system that is proposed.

The Foundation believes there are reasonable and appropriate criteria that must be met to justify 
the use of any particular HIV surveillance system. Specifically, an HIV surveillance system 
should.

• Not create a disincentive to testing and/or treatment. Several studies have shown that 
some HIV reponing systems (in particular, names reporting) may reduce people’s 
willingness to get tested. Given that an estimated one-third of those believed to be HIV- 
infected have never been tested, surveillance systems should not in any way discourage 
individuals at high risk for HIV infection from being tested. Specifically, anonymous testing 
must remain accessible and available to anyone who would prefer this testing option. 
Anonymous testing must be accessible geographically (i.e., individuals should not have to 
travel great distances to obtain anonymous testing), at convenient hours (including times in 
which individuals are not working), and should be provided free of any charges or fees.

However, the availability of anonymous testing is not sufficient to address these concerns. 
Some individuals might get tested anonymously, find out that that they were HFV infected 
and then avoid treatment because of fear of being reported to the government when accessing 
the health care setting. In light of the treatment options that now exist, it is more important 
than ever that individuals be encouraged to seek HIV testing and early treatment. Any HIV 
surveillance system that is developed must also minimize individuals’ concerns so that they 
are not discouraged from seeking early care and treatment. Mandated reporting by name 
would be the most likely system to increase individuals’ reluctance to seek treatment.

• Produce information that is actually utilized for planning and evaluation purposes in a 
manner that has the potential to improve the community’s health. As discussed in the 
goals section, it is absolutely critical that this surveillance data actually serve an imponant 
public health role in providing useful and timely information that is used to inform 
community planning and target and evaluate prevention efforts. If a surveillance system does 
not prove to be useful in this regard after its implementation, this data collection exercise 
should be stopped. Specifically, this data should clearly provide individuals living with HIV 
and those at risk for HIV infection with meaningful information to make decisions for 
themselves and should be used to ensure adequate availability of care and treatment services 
for people living with HIV.
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In addition, surveillance data should provide useful and timely information that is accessible 
to the community (i.e., the data should be shared and widely distributed within the 
community). If the data is not timely or accessible, it will not provide sufficient benefit to 
people living with HIV to justify such a system.

It should also be noted that such data does not have to be 100% accurate and complete to 
provide useful information in discerning trends in the epidemic and planning for future 
service needs. Even with the most accurate data on AIDS cases, there is often a significant 
time lag between the AIDS diagnosis and the report to public health officials. Incomplete or 
imperfect data will certainly provide more information than we now have available, which 
would greatly help in determining broad trends in the epidemic. Accurate trend data is the 
most important information needed in order to conduct thoughtful planning.

• Not violate confidentiality and/or civil rights and should include strong enforcement 
and penalties for disclosure of information. Surveillance systems have the potential to be 
used for inappropriate purposes, such as utilizing lists to demonstrate knowledge of HIV 
status when attempts are made to punish individuals accused of exposing others to HIV 
infection. Although health departments have generally been extremely careful with this type 
of information, these departments could be compelled by legislative mandate or judicial 
order to surrender HIV case reports. For example, a recent United States Department of 
Health and Human Services proposal could lead to expanded law enforcement access to 
medical records. It is possible that this could include public health records, such as HIV case 
reports. In addition, although breaches by public health officials have been rare, they have 
occurred (most dramatically in Florida in 1996), and greatly increase community and 
individual concerns regarding confidentiality and privacy.

Given the possibility of potential breaches in confidentiality, as well as the strong incentives 
of HMOs and other managed care entities and insurers to obtain such lists, it is critical that 
any system that is implemented make every effort to minimize—if not eliminate—the 
possibility of such disclosures. Any sort of named reporting of HIV infection clearly violates 
this principle and greatly increases the possibility for breaches and/or legislative mandate to 
disclose who is HIV infected. Finally, in order to minimize the potential for disclosure there 
should be extensive and enforceable penalties applied to anyone who tries to inappropriately 
access health department HIV case information or any health department personnel who 
disclose ar individual’s HIV status.

• Not come at the expense of resources for treatment/services. Although increased data 
could potentially be useful for planning and evaluation purposes, its benefit will be 
eliminated if resources for care or prevention services are re-directed to fund surveillance 
systems. Although surveillance data may be useful, it in no way supplants the need for 
adequate funding for HIV prevention and care services. In addition, the government must not 
use expenditures on HIV surveillance to indicate that something is being done to fight the 
epidemic. Counting cases is not equivalent to responding to the epidemic.

• Respect individual choice with respect to name disclosure. Any HIV surveillance system 
that is developed should provide individuals with the option not to have their names or other 
identifying information reported to the government. By ensuring this choice, the system will
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reduce the potential for deterrence to testing and/or treatment as well as the likelihood of 
misuse of the information, thus minimizing the potential for negative consequences. This 
also helps to ensure that individuals living with HIV and those at risk for HIV infection have 
some control over the information that is available about them and minimizes the 
invasiveness of such surveillance systems. Given the mistrust of government in today’s 
society, particularly among disenfranchised populations, individuals must be allowed to 
decide for themselves if they want identifying information provided to governmental entities.

Simply guaranteeing the availability of anonymous testing does not address this concern. If a 
names reporting system were instituted, individuals would have no control over the 
disclosure of their name when they accessed early treatment. The system must respect 
individuals’ decisions about their names being reported or disclosed to public health 
authorities at not only the point of HIV testing, but also when individuals seek HIV care 
services.

Thus, mandatory names reporting should under no circumstances be required or encouraged. 
Other systems that do not rely on names, such as some type of unique identifier system that 
also meets the other criteria listed above, should be pursued if it is decided that HIV 
surveillance data is necessary and will be utilized in a manner that promotes the community’s 
health.

The Foundation will remain opposed to any HIV surveillance system that does not meet the 
above criteria. Only by meeting these criteria will a system provide sufficient benefit to the 
community to outweigh any potential negative or damaging consequences.

Unique Identifier Reporting Must Be Examined as a Viable Alternative

The primary HIV surveillance system that is considered a potential alternative to names 
reporting is unique identifier reporting. Under such a system, an HIV-infected individual would 
not be reported by name to public health officials but rather by some form of a unique code that 
could not be traced back to the person. These types of systems use letters or numbers to 
represent data elements such as race, gender, and date of birth, which create a code with a high 
degree of uniqueness. Theoretically, this code is unique to the individual for whom it is 
developed (so that no one else is reported with the same identifier), and would be easily 
replicated every time 'he person is reported, thu.s ensuring an unduplicated count of HFV cases.

Unique identifier reporting has been seen as a potential compromise between those who strongly 
believe that better HFV data is needed and those who have strong public health and privacy 
concerns regarding HIV names reporting. Unfortunately, the experience with unique identifier 
reporting for HFV infection has been rather limited in the United States. Only two states— 
Maryland and Texas—have implemented such systems, and these have only been in place since 
1994. Because these systems are the only ones that exist in the nation, they have been carefully 
scrutinized and compared to HFV names reporting systems in other states. Many have argued 
that the data regarding the effectiveness of these systems are not promising and have shown that 
these systems provide less complete information than that provided through names based 
reporting. This has led many to conclude that names reporting is the only viable HIV 
surveillance system available.
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The Foundation disagrees with this conclusion. We do not believe that unique identifier 
reporting systems have been judged fairly in the national debate regarding HIV surveillance 
systems. Specifically:

• Unique identifier systems have not been funded adequately. While the CDC provides 
funding to states to implement names based reporting, relatively little financial support has 
been provided for unique identifier systems by either federal or state governments. Lack of 
resources has limited the ability to implement a system that is as effective as possible.

• The evaluation of the current unique identifier systems has not adequately taken into 
account the fact that these systems are relatively new. Both Texas and Maryland began 
implementing their systems in March of 1994, only a little over three years ago. The relative 
youth of these systems must be kept in mind when evaluating their effectiveness. These 
systems are bound to improve over time. To the extent that evaluations of these systems 
have shown potential problems, this information can and should be used to improve and 
build upon the existing systems and/or to assist in crafting new and better systems.

• The standard used to judge unique identifier systems has been set unnecessarily high
As noted above, absolutely complete and accurate data is not needed to analyze broad trends 
in the epidemic. Although the completeness of information provided by unique identifier 
reporting has not been as high as name-based reporting, it would certainly provide much 
more information than we currently have about emerging trends in the epidemic. This new 
data will significantly improve our ability to plan for upcoming health care and social service 
needs and appropriately target and evaluate prevention activities.

• The fact that many states have implemented names-based reporting does not provide a 
legitimate rationale for opposing unique identifier reporting. Some have argued that 
because 28 states currently require HIV names reporting, all other states should follow suit to 
ensure that there is a consistent reporting mechanism across the country. However, it is 
estimated that 75% of individuals living with HIV infection reside in states that do not 
require HIV case reporting by name. A national system must be designed to meet the 
legitimate public health needs of all states—including those with the largest percentage of 
people living with the disease.

The presumption that name-based reporting is the only effective system and the easiest to 
implement has led many to reject unique identifiers or other possible systems out-of-hand. The 
Foundation believes that if public health officials commit to providing proper attention and time 
to developing such a system, a reporting mechanism could be developed that would provide 
adequate and necessary surveillance data while greatly reducing the public health and privacy 
concerns related to name based reporting.

In conclusion, the Foundation certainly agrees that improved HIV surveillance data, if 
used appropriately, could benefit people living with HIV. However, collection of this data 
must be done in a manner that minimizes the potential for harm to these same individuals. 
We will continue to work to establish a system that meets both of these important goals.
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VII. STATE/LOCAL USE ONLY

Physician's Name:
(Last, First, M.l.)

Hospital/Facility: _

Phone No.: (
Medical 
Record No..

Person
Completing Form: Phone No.: (

^^^Ph^ajcjanJdentJfjeiJntormatJoiiJsji^tra tedtoCDC/-

Vill. CLINICAL STATUS
r

CLINICAL Yes No
RECORD REVIEWED: [T] 0

ENTER DATE PATIENT AsypiptOfTiatiC Mo. Yr. Rvmntomatic Mo. Yr.
N

WAS DIAGNOSED AS: (including acute retroviral syndrome andWH3 uiAurvuscu M3. pereistent generalized lymphadenopathy); (not AIDS):

AinciiiinirATnQniQPACPc Initial Diagnosis Initial Date
AIDS INDICATOR DISEASES «OS,»»C.TORD,SE.SES

Candidiasis, bronchi, trachea, or lungs [Tj NA Lymphoma, Burkitt's (or equivalent temi) [T] NA

Candidiasis, esophageal [Tj Lymphoma, immunoblastic (or equivalent term) (T| NA

Carcinoma, invasive cervical [T] NA Lymphoma, primary in brain [T| NA

Coccidioidomycosis, disseminated or m sj a
extrapulmonary '—'

Mycobacterium avium complex or M.kansasii, m m
disseminated or extrapulmonary '—1 '

Cryptococcosis, extrapulmonary |T] NA M. tubOKulosis, pulmonary [T| 0

Cryptosporidiosis, chronic intestinal r—i .
(>1 mo. duration) LU M. (ubercu/os/s, disseminated or extrapulmonary* |T] [Y|

Cytomegalovirus disease (other than in liver, fTT a
spleen, or nodes)

Mycobacterium, of other species or unidentified rn 
species, disseminated or extrapulmonary '—' '—'

Cytomegalovirus retinitis (with loss of vision) [Tj [T] Pneumocystis carinii pneumonia |3] 0

HIV encephalopathy [Tj NA Pneumonia, recurrent, in 12 mo. period [T] [T|

Herpes simplex; chronic ulcer(s) (>1 mo. duration); rri •
or bronchitis, pneumonitis or esophagitis LU Progressive multifocal leukoencephalopathy 0 NA

Histoplasmosis, disseminated or extrapulmonary [T] NA Salmonella septicemia, recurrent 0 NA

Isosporiasis, chronic intestinal (>1 mo. duration) [T] NA Toxoplasmosis of brain 0 0

Kaposi's sarcoma [Tj [i] Wasting syndrome due to HIV 0 NA

Def. = definitive diagnosis Pres. = presumptive diagnosis *RVCTCASE NO.:

• If HIV tests were not positive or were not done, does this patient have 
an immunodeficiency that would disqualify him/her from the AIDS case definition?

rn Yes 0 No [9] Unknown

IX. TREATMENT/SERVICES REFERRALS
Has this patient been informed of his/her HIV infection? Q] Yes 0 No [9] Unk.

This patient’s partners will be notified about their HIV exposure and counseled by:
|T1 Health department |Y| Physician/provider 0 Patient @ Unknown

This patient is receiving or has ...........................
been referred for: Yes No NA Unk.

e HIV related medical services......... [H 0 ~ [|]
e Substance abuse treatment services IT] [ol fel ITI

This patient received or is receiving:
a Anti-retroviral ^

therapy........... [Tj S S

Yes No Unk.
a PCP prophylaxis [T] [0] [9]

This patient has been enrolled at:
Clinical Trial 
[T] NIH-sponsored 
[2] Other 
0 None 
[il Unknown

Clinic 
|T| HRSA-sponsored 
[2] Other 
|~3l None 
(T|. Unknown

This patient’s medical treatment is primarily reimbursed by:

[T| Medicaid Private insurance/HMO
[3] No coverage [T| Other Public Funding
[Tj Clinical trial/ [9] Unknown

government program

FOR WOMEN: a This patient is receiving or has been referred for gynecological or obstetrical services:.................... [1] Yes 0 No [9] Unknown
a Is this patient currently pregnant?..............................................................................................[T] Yes [Tj No [i] Unknown
a Has this patient delivered live-bom infants?.............. (T| Yes (if delivered after 1977, provide birth information No @ Unknown

below for the most recent birth)

1 V ^ » ie

X. COMMENTS:

C Public burden for this collection of infonnation is estimated to average 10 minutes per 
suggestions tor reducing this burden to PHS Reports Clearance Officer; ATTN:

I. Send comments r
M£wgemen^n^udgrt^aperwori^leductior^^e^^M009)^Wa8hingtonjb^05^^^^^^^^^^^^^^^^^^ 
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1 per response. Send comments regarding this burden estimate or any other aspect ( 
I: PRA; Hubert H. Humphrey Bg, Rm 721-B; 200 Independence Ave., SW; Wash! 
1, DC 20503. - DO NOT MaIl CASE REPORT FORMS TO THESE ADDRESSES -

of this collection of information, indudi 
iashington, DC 20201, and to the OfficeI of I



STATE/LOCAL USE ONLY
Patient's Name:

(Last, First, M.l.)
Address: _____

Phone No.: (

City: state: .
RETURN TO STATE/LOCAL HEALTH DEPARTMENT

County: __________
- Patient identifier information is not transmitted to CDCi -

Zip . 
Code: -

U.S. DEPARTMENT OF HEALTH 
& HUMAN SERVICES
Public Health Service

DATE FORM COMPLETED;
Mo. Day Yr.

ADULT HIV/AIDS CONFIDENTIAL CASE REPORT 
(Patients >13 years of age at time of diagnosis)

II. HEALTH DEPARTMENT USE ONLY
CDC

Form A OMB No. 0920-0009

III. DEMOGRAPHIC INFORMATION
'diagnostic status
AT REPORT (check one):
[T] HIV Infection (not AIDS) 

AIDS

AGE AT DIAGNOSIS:
Years 
Years

DATE OF BIRTH;
Mo. Day Yr.

CURRENT STATUS;

Alive Dead Unk.

□ EH

DATE OF DEATH:
Mo. Day Yr.

STATE/TERRITORY OF DEATH:

SEX:

[T] Male 
in Female

RACE/ETHNICITY:

rn White (not Hispanic)
0 Asian/Pacific Islander 0 AlSIka Nahve^"^ E SpLified

[T1 Black (not Hispanic) [3] Hispanic
COUNTRY OF BIRTH:
rn U.S. 0 U.S. Dependencies and Possessions (including Puerto Rico) 

(specify):

[s] Other (specify): 0 Unknown

RESIDENCE AT DIAGNOSIS;
City: County:

State/
Country:

Zip
Code:

IV. FACILITY OF DIAGNOSIS V. PATIENT HISTORY

Facility Name

State/Country,

FACILITY SETTING (check one) 
rn Public 0 Private [i] Federal 
[T] Unknown

FACILITY TYPE (check one)
[oil Physician, HMO [iT| Hospital, Inpatient 
15^ Other (specify):__________________________

This report is authorized by iaw (Sections 304 and 306 of the 
Pubiic Health Service Act, 42 USC 242b and 242k). ~
this case is voiuntary for federai government purposes, but may be 
mandatory under sfate and iocai statutes. Your cooperation is 
necessary for the understanding and controi of HiV/AiDS. 
Information in the surveiliance system that would permit 
identification of any individuai on whom a record is maintained, is 
coiiected with a guarantee that it wiii be heid in confidence, wiii be 
used oniy for the purposes stated in the assurance on fiie at the 
iocai heaith department, and wiii not otherwise be disclosed or 
released without the consent of the individual in accordance with 
Section 308(d) of the Public Health Service Act (42 USC 242m).

AFTER 1977 AND PRECEDING THE FIRST POSITIVE HIV ANTIBODY TEST 
OR AIDS DIAGNOSIS, THIS PATIENT HAD (Respond to ALL Categories):

• Sex with male ................................................................................................................
• Sex with female..............................................................................................................
• Injected nonprescription drugs....................................................................................
• Received clotting factor for hemophilia/coagulation disorder.............................

Specify 0 Factor VIII |T1 Factor IX [i] Other
disorder: (Hemophilia A) (Hemophilia B) (specify):________________

• HETEROSEXUAL relations with any of the following:
• Intravenous/injection drug user.......................................................................
• Bisexual male.......................................................................................................
• Person with hemophilia/coagulation disorder...............................................
• Transfusion recipient with documented HIV infection.................................
• Transplant recipient with documented HIV infection...................................

Person with AIDS or documented HIV infection, risk not specified.
• Received transfusion of blood/bipod components (oj^er than clotting factor).

First Last

• Received transplant of tissue/organs or artificial insemination .
• Worked in a health-care or clinical laboratory setting................

(specify occupation):

Yes

0
No

E
Unk

0
0 E 0
0 E 0
0 E 0

0 E 0
0 E 0
0 E 0
0 E 0
0 E 0
0 E 0
0 E 0

0 E 0
[n E s

VI. LABORATORY DATA
1. HIV ANTIBODY TESTS AT DIAGNOSIS: Not

(Indicate first test) Neg Ind Done
• HIV-1 EIA ............................................ 0 0-0

• HIV-1/HIV-2 combination EIA........ 0 0-0

• HIV-1 Western bloVIFA .................. 0 0 0 0
• Other HIV antibody test................... 0 0 0 0

(specify):
• HIV-2 EIA ........................................... 0 0-0

• HIV-2 Western blot.......................... 0 0 0 0

2. POSITIVE HIV DETECTION TEST: (Record earliest test)
• HIV culture.................................................................................

TEST DATE
Mo. Yr.

Mo.

• HIV antigen test ........................

• HIV PCR, DNA or RNA probe

• Other (specify);_______________

• Date of last documented neoative HIV test
Mo. Yr.

(specify type):

• If HIV laboratory tests were not documented, is HIV r
diagnosis documented by a physician?....................... 0 1°

Mo.

D Unk.
] 0

Yr.

If yes, provide date of documentation by physician......

3. IMMUNOLOGIC LAB TESTS:
AT OR CLOSEST TO CURRENT DIAGNOSTIC STATUS Mo. Yr.

• CD4 Count .................. cells/pL

• CD4 Percent .................... %
First <200 pL or <14%
• CD4 Count ..................

Mo. Yr.

cells/pL

• CD4 Percent %
>
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Hawaii Department of Health 

Survey of the Anonymous Test Code

This is a survey of sample Test Codes for possible future HTV reporting in Hawaii. This 

information is for our survey only and is not related to your anonymous HIV test today. 
Please follow the instructions to create your test code, then complete the survey on the next 
page. After completing test code and survey questions, drop off the next page below dotted 

line in the “Survey Drop Off’ box. Thank you for your time.

Instructions:
Create the Anonymous Test Code by matching the colors and arrows as you can see in the 

example below.

Example: My name is Heidie Abidoe and my birthday is May 17, 1968

Last Name: Abidoe First Name: Heidie
Birth date: 05/17/68

Last Name First Name

Date of Birth Date of pifrth Helper

Test Code lb:

Month Year

July=07y

'eb=02 Mar=03

Sep=09

April=04

Nov =11

May=05 Jnne=06



Your Last Name Your First Name

Date of Birth HelperYour Date of Birth

Tear off at theNjotted line and shred this section in the shredder

Month Year Jan=01

July=07 Aug=08 Sep=09

April=04

Oct=10

May=05

Nov =11

June=6

Dec=12

Directions:
• After completing your test code, tear off the section of this page at the dotted line.
• Please complete the following questions and drop this section in the “Survey Drop Off “ box.
• You may shred the section above the dotted line in the shredder and discard the page 1.

Survey Questions: Yes No

1. Was it difficult to create the test code?
Comments?

2. Were the instructions clear and helpful?
Comments?

3. Look at the anonymous test code above. Do you think anyone would be 
able to figure out your identity if they saw this test code?

4. If you had to use this test code, would you still take the HIV test here? 

Comments?

5. Additional comments?

Thank you again for taking time to help with this survey.



95.3% Uniqueness

Test Code lb: 11 0 1 5 7
Ql. Q2. Q3. Q4. Q5.
Yes No Yes No Yes No Yes No # of Comments
2 18 18 2 1 16 19 0 0

98.9% Uniqueness

Test Code 3b: m 5 li7i
Ql. Q2. Q3. Q4. Q5.
Yes No Yes No Yes No Yes No # of Comments
2 18 18 2 1 18 19 0 7

97.8% Uniqueness

Test Code 4b: 10 1 5 7 a
01. Q2. Q3. Q4. Q5.
Yes No Yes No Yes No Yes No # of Comments

3 17 18 2 2 18 19 0 8

99.4% Uniqueness

Test Code 5 b: lii 1 il6
Ql. Q2. Q3. Q4. Q5.
Yes No Yes No Yes No Yes No # of Comments
1 19 17 3 4 16 19 1 3

96.4% Uniqueness

Test Code 6b: BOS
Ql. Q2. Q3. Q4. Q5.
Yes No Yes No Yes No Yes No # of Comments
2 28 29 1 3 26 28 3 6
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Activists oppose reporting HtV names
State officials insist 'no 
decision has been made'
by LAURA BROWN

From attorneys and doctors to indigent 
patients on public assistance, more than 150 
people infected or affected by HIV spoke 
out unanimously at a town hall meeting 
April 16 against a proposed plan to collect 
names of HIV-positive Georgians in order to 
better track the spread of the disease.

Many of those attending the heated 
town hall meeting returned the next morn­
ing, when the Georgia Task Force on AIDS 
heard testimony on HIV surveillance from 
the national Centers for Disease Control, 
area AIDS service providers and the gener­
al public. With the exception of the CDC's 
Dr. John Ward, sentiments again ran unani­
mously against names reporting.

AIDS advocates suggested, as an alter­
native to reporting the names of those with 
HIV, that Georgia consider reporting HIV 
cases usmg a "unique identifier" of num­
bers and letters, similar to systems in use in 
Texas and Maryland. While Texas officials 
have cribcized their system for incomplete

... * Ai

ip!|

SisterLove Executive Director Dozen Dixon and Atlanta ottorney Chip Rowan were among those 
voicing criticism of plans to collect the names of Georgians carrying the HIV virus.

data and are considering moving to names 
reporting, Maryland is calling their pro­
gram a guarded success.

In "Ul" systems, a code made up of 
unchangeable data elements such as a certain

letter of a patient's name, a partial social secu­
rity number, or even a standard hand mea­
surement are compiled to create a unique code 
for each person who tests positive for HIV.

>■ Continued on Page 19

Georgia Equality Project turns the comer, leaders say
by LAURA BROWN

The Georgia Equality Project Foundation

steward of the community's money" was 
one of the chief concerns raised at their last 
public forum in February.

aside 15 percent of monthly income to hire 
staff or consultants to monitor the 1999 
Legislature, but Knox said limited finances

NationsBahk 

employees get 

partner benefits
. .The 7,800 Atlantans employed by 

: V :Ndtions^ank rjow ha ve the oppcirtuni- y.
Hr' fA.Kivxr.i«cviraW/'a cnmia-

based , company's planned merger ;

; eveiy gay employee of NationsBank,"
: Jamie Ensley, an openly gay vice pres- 
: ident .in the Atlanta business banking 
; division, tdld SbMf/ifrn Voic^

' h ^i-ilfTiappredate: [NationsBahk CEO] 
::;:HughMcGpU<sstarid6n:this issue, and- 

I really believe that he did this because 
it was the right thing to do. With the 

■ merger, I: think we will now be the nunfber one bank in America, and we 

can be a rdle model for'other banks."

baforelhemargar, although spokesper- 
son Lisa Lester said the company has; i 
been,"really prpud of our diversity and

NarionsBank
said Shelly Schoenfeld, a NarionsBank 
assistant vice presid^tm.Chariotte. "I
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Reporting HIV names
> Continued from Page 7

Public health officials can then monitor 
the spread of HIV in order to target preven­
tion and services, while those tested can 
feel more secure because "their names 
won't be on any list," UI supporters said.

Dr. Melanie Thompson, principal researcher 
for the AIDS Research Consortium of Atlanta, 
AIDS Sundval Project Executive Director Jeff 
Graham, SisterLove founder Dazon Dbcon, AID 
Atlanta's Craig Washington and dvil rights 
attorney Chip Rowan were among the commu­
nity leaders who said they oppose names 
reporting. Still, each speaker offered only a per­
sonal viewpoint; none spoke on behalf of AIDS 
service organizatioits.

Neither the Task Force nor the Georgia 
Department of Human Resources has 
made a decision about what form of HIV 
surveillance to conduct, officials stressed. 
DHR's David Johnson said the agency 
will conduct public hearings in all 19 
Georgia health districts before October 
and will take at least a year to reach a final 
decision.

"The one thing I want you to hear is we 
have not made a decision yet,- and we will 
not make a decision in a . vacuum," he 
promised. "We want buyrin from, the .entire 
coi^unit)^ md if we don't h^e th^t, jve

Although-all 50, states jcunentlyim^^ 
cases of fvdl-bldvm AIDS usihg^hames, that '

information is kept on the state level and 
only statistics are tracked nationally.

Opponents to HIV-names reporting said 
they fear the program would deter testing, 
and it could be vulnerable to both illegd 
and legal confidentiality breaches.

More disturbing than the possibility that 
someone could violate policy and "le^ the 
list," they said, is the fear that increasingly 
conservative state legislatures could reped 
confidentiality laws that would protect 
HTV-ppsitive people from exposure.

"I can say sincerely that 1 believe the 
DHR has people's best interests at heart, but 
I don't trust the legislature," ASP's Graham 
said. "To over-generalize the Georgia legis­
lature, they never cared about HIV at all, 
they hate gay meri, they've never cared 

: much for people of color, and if you are an 
IV drug user, you deserve to die."

According to Arma Forbes, a consultant 
and UI researcher who spoke at the town 
hall meeting, in 1991 the Illinois legislature 
passed a lavy requiring its health depart­
ment to identify HIV-positive Health care

L(
r’'ii t'"'

, < p' p (Mi Mi&P ■ V;:
The CDC's John Ward (left) defended plans to 
report the names of Georgians with HIV, hut 
state offidal David Johnson promised that his 
agenqr had made no final decision.

. UI proponents said they fear even more 
widespread misuse of HIV-lists, and cited 
CTiminal prosecutions as another area for 
potential problems. As states move to crim­
inalize exposing a sex partner to HIV infec­
tion as attempted murder, they asked, what 

-will keep prosecutors from getting subpoe­
nas to see if defendants' narhes are on the 
HIV registry?

"The only safe list is the list that is never 
created," Forbes concluded, drawing 
applause from forum attendees.

providers by cross-matching the state AIDS 
registry; with licensing records.;.: ,- v,

In favor of names reporting, mean­
while, the CDC's Ward said the system 

„ , „ - , ; has less chance for duplication or incom-
The law-further, required the-;depart- . ^plete : data theh constructing a UI code,

;,munity, pressure kept it from being funded ' tomed to keeping other medical records^. \md th^fore irhpl4ented. ^ V: using names. ^

NationsBank
>■ Continued from Page 7 
realization that the dependents our 
employees support might be parents, 
siblings or domestic partners."

BankAmerica's equal employment 
opportunity policy dso protects gay 
employees from being fired, denied a 
promotion or harassed just because of 
their sexual orientation.

. NationsBaidc,’ however, does not 
include sexual orientation in its non­
discrimination policy, and it remains 
unclear how it will be affected by the 
merger. "That issue has not been 
addressed," Waller said.

McColl said that employees will not 
lose any benefits they now get, and 
NationsBank workers could gain 
unspecified ones from the merger.

"Bank of America has many very 
positive, forward-thinking policies...

, and basically we'll probably extend 
them across the franchise after we study 
everything," he said.

In 1990, only a half-dozen employ­
ers offered health and other benefits 
to same-sex couples. According to the 
Human Rights Campaign, nearly 500 
employers now offer domestic part­
nership.

Turner Broadcasting Systems, Inc., 
md Emory University are among the 
l^ge Atlanta employers offering the

||;t^efits/f^^:V'--- ■
pp [ —Frop^^;vrit^ lMura Brown and

f wire reports



HIV debate erupts
Distrust of government underlies 

emotions at HIV reporting forum

iili
“Thu purpose of this meeting 
wns to get leomniunityl input 
into developing MIV surveil- 
lanee," said Allan Noonan.

by Kai Wright
In an emotionally charged 

two-hour public forum April 21, 
the national controversy over if 
and how' public health officials 
should track new HIV infections 
hit Washington, D.C. Approx­
imately 100 people, many repre­
senting local community-based ^ 
AIDS organizations, presented £ 
local and national public health ^ 

■f officials with a clear consensus: o 
‘2. The government cannot be trust- 5' 
g ed to protect sensitive informa- 
» tion identifying people living 

with HIV, particularly if that 
information is collected m the 
fomi of the names of people with 
HIV.

One speaker after another 
approached the forum's panel ot

public health expens, assembled by the D.C. Department ot Health 
(DOH). Many shared personal anecdotes of having been discriminat­
ed against because of his or her HlV-positivc status. Many recounted 
incidents in which government officials failed to protect privacy 
rights when ilealmg "wilh non-HIV-related health information. And

Coiuinucd on pu^c 10

readers ‘p For

Crime solvers
D.C detectives team up 

to solve Gay murders
by Lou Chibbaro .Jr.

A newly created team of D.C. Police homicide 
detectives will act <is specialists in cases involving 
the murders of Gay men and Lesbians, and the 
team will take unprecedented steps to reach out to ^ 
the Gay community for help in solving these cases, 5 
the commander of the homicide stjuad said this '2 
week. o
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Local News
HIV reporting debate erupts in D.C.
Conrinucd from pof^c I 
many argued that any system of reporting 
people with HIV in Ihc District would 
serve only to deter at-risk populations 
from voluntarily seeking out an HIV anti­
body test People living with HIV m pris­
ons. senior citizens and young people, 
women who inject illegal drugs and 
women who arc pregnant, immigrants, 
and fiay and bisexual men of color were 
ail among the groups represented at the 
minophone. And all pleaded with DON 
Director Allan Noonan not to create an 
HIV repuning system in the Disirici.

Curronily. the Washington. DC., 
Dcparimeni of Health (DOM) keeps 
records of only people with full-blown 
AIDS, tracking new cases by recording 
each person s name. Noonan said the 
foium marked the beginning of delibera 
lions on w'heiher to develop a sy.stem fur 
tracking HIV infection as well.

■‘Tlie purpose of this meeting was to get 
icommuniiy) input into developing HIV 
sur\eillance.'‘ Noonan told the Blade after 
the meeting, This is the beginning of our 
planning for the future. In order to plan for 
the future, you first gather mformahon. 
That's what we're doing here."

Whitman-Walker Clinic Deputy 
Duecior Pat Hawkins, who .sat on the six 
member panel of health experts who 
joined Noonan in addressing the issue, 
joined the chorus of those in the audience 
opposing any attempt to develop an HIV 
repomng system m D.C. Hawkins made 
the Clinic’s stance clear.

' We are opposed to names reponing 
and. at this point in time, we have serious 
reservaiions about ‘unique idcniifiers’ as 
well," Hawkins said, attracting cheers 
from the audience. "Unique ideniiner” 
^yslems. currently used to count HIV 
infection cases only by Maryland and 
Texas, give each individual who tests pos 
Hive j distinguishing code rather than 
recording the individual’s name.

Hawkms saiil either system would ere 
Jie "a deterrent to testing." She said that, 
while City officials could probably be 
trusted to protect the privacy of persons 
with IIIV and guard information from 
hemg used to di.scriminaie against such 
persons, you cannot predict what our 
Congres.s will do to us m the District."

In his remarks opening the forum. 
Noonan told the audience that DOH must 
balance its competing concerns, the need 
10 gel accurate data on HIV infection rates 
against the need to avoid jeopardizing the 
privacy of people with HIV or making 
them \ulnerable to aniiHIV di.scnmma- 
lion which still exists in the city.

Ncionan s.ml (his is.sue has become 
more iHc-Miig a^ new ireaimcnis prolong­
ing the Ilk' .spans of people with 
HIV ,.\10.s have fxTome availalHe and 
itieir success in prolonging lives fuis Iveun 
placing new demanils on public health 
I'tfieials 10 find and allocate funding and 
Uh.’us their efforts.

NcK-inan was joined by the U.S Centers 
tiT Disea.se Control and Prevemton's HIV 
Mir\edl.ince branch head Dr, John Ward 
^'■ard eo aiilliored a .Vckv Eni;land Journal 
i'l Medicine article Iasi Octol>er that 
lanned the (lames of the debate over HIV 
rerKining by laying out the ca.se for devel­
oping a national system for (racking HIV 
miecinms. I'he ('DC was expecied lo

relea.se a repon outlining its rccoinmcnda 
lions for how such a system .should work 
early this year. But that report is still not 
out. and Ward declined to predict when it 
would be. States would not be forced to 
institute the recommendations, but 
Congre.s.s could subsequently condition 
federal funds for state health programs on 
compliance with the CDC guidelines.

Currently, ever>' state in the nation has 
self-imposed requiring health care 
providers and laboratories to report llie 
names of people diagnosed with full­
blown AlD.S 10 si.iie health officials. Stale 
officials send these reports, which include 
a variety of health and demographic iiifor- 
niaiion. to the CDC Information that 
could identify an individual patient is 
deleted from the repon.s sent to the CDC. 
leaving patient names in the hands of state 
healtli officials. The system allows the 
CDC to develop a national picture of the 
AIDS epidemic and lo direct funding to 
pnoriiy programs.

But no such system exists for tracking c 
the number of people with HIV infection. ^ 
Currently, according to the CDC. only 28 ^ 
Slates, including Virginia, record the 
names of people with HIV infection. Ward 
told the April 21 forum, and has argued in 
similar forums around the country, that the 
lack of information about the number of 
HIV cases prevents the CDC from devel­
oping a reliable picture of the virus's 
impact nationally. He said it also makes 
more difficult CDC's effons to prevent ics 
spread and focus federal funding on prior­
ity programs.

"Our concern is that we arc losing our 
ability to track the HIV epidemic," Ward 
told the gathering. "AIDS data tells us 
about treatment ... not about who is get­
ting infected.” Ward explained that new 
treatments forestall the advent of full­
blown AIDS for many people with HIV 
and, thus, that tracking the epidemic from 
il.s entlpoinl is no longer effective.

Debating the numbers
In a discussion in which nearly every 

speaker cited a different study evaluating 
the effectiveness of a nanies-based HIV 
tracking system. Ward cued a new CDC- 
funded siudy conducted by researchers ai 
ihe University of California at San 
ITancisco. Ward told the gathenng that the 
study, conducted in 1995 and 1996 bui. as 
yet, unpublished, counters other studies 
that have presented evidence that a names- 
biiscd HIV tracking system would deter

individuals from getting tested. (See relai- 
cd story.) The study found that, of those 
who had not taken the test, only 2 percent 
indicated that the primary reason for not 
doing so was a concern lhai Iheir names 
would be reported to the government He 
said another 19 percent of those who hail

surveyed |x;ople wlio came in lor an HIV 
lesi, asking if they would liave come if 
they knew ihcir names would be reponed 
to the government if they tested positive 
Kaiiar said that nearly 85 perceni of those 
that responded said they would not have 
tome m for a test.

In the population that we serve, there 
is a .serious concern of many people here

a great fear of the Immigration and 
Naiuralizalion Service. And they live with

Pal Hawkins said Whitman-Walker Clinic is oppused to names reporting and also has 
concerns about reporting systems that use "unique identiners."

not been tested listed that concern as one 
among others. Ward noted that, among the 
people who had been tested, the percent­
ages were similar Ward said these results 
cut across racial and ethnic lines.

But the audience reacted strongly to 
these findings, intemipling Ward’s presen 
taiion and demanding lo know m which 
cities Ihc study was conducted and asking 
for more details about how the sample 
population was selected. Several individu­
als shouted Ward down as he aiiempicd lo 
answer those questions, apparently uncon 
vinced that ilic study's results wore valid 
One audience member responded lo 
Ward's explanation by asking, sorcasiical 
ly, if the sample population 'included anv- 
one who was sober or awake "

Afier Ward’s presentation, .several audi 
erice members argued that, regardle.ss ol 
what other studies have fount!, a names- 
ba.sed reponing system would not work in 
D.C. Clinica del Pueblo’s Candace 
Kaiiar said a names-based reponing sys­
tem would cripple her organization, which 
provides counseling and testing for the 
Latino community. Kaiiar said that, from 
January to March. La Clinica informally

that fear." Kaiiar told DOH officials dur­
ing the forum's question and answer pen 
od. She predicted that the insiituiion of j 
nanies-based reporting system would 
spark a "backlash" among La Clinica'.s 
clients, driving many to not only refuse to 
get HIV tests but also to stop taking 
advantage of other clinic programs 

Ward said that all the concerns present­
ed during the April 21 forum were consis­
tent with those he has heard in forums on 
the subject he has attended around Ihc 
country since the spring of 1997. |-|c 
added, however, that, in other cities, forum 
panicipants displayed a greater acceptance 
of ilic overall need lo begin tracking neu 
HIV infections, regardless of how that is 
done. Ward said he believes additional 
public discussion will help alleviate con- 
ccrn.s about how HIV reporting can be 
done while still protecting privacy rights.

DOH Director Noonan stressed to the 
forum and to the Blade that the department 
IS in only the preliminary stages of dis­
cussing an HIV reporting system in D.C. 
and that DOH is attempting to gather inpui 
from the community before moving for­
ward w-iih any plans.T

CDC touts study as definitive word
by Kai Wright

1 he U S. Centers for Disea.se Control and Prevention is cm 
ing the re.sulis of .i new -.ludy conducted bv researchers at ilie 
University of California at San Francisco as proof that report­
ing to the government the names of people who test iwsiiive 
for HIV does not Jeter people from volunlariK seeking to be tested

Surveying a j'opulaiion iif [vo[ile coiisideied .mn>ng iliose 
wiilt a high risk ol becoming infected with HIV ,n nine stales. 
UrSI- researchers fmmd that, of respoiuleiiis who had no/ 
taken an HIV antibody test. onl> 2 percent cued a fear ihai 
iheir names being reponed to (ho gosermneni as the. primary

reason for having not doing .so.
The study was designed to address questions which arose 

during discussions between ihe CDC and national AIDS pol 
icy lobby groups m 1995 about how to best deal with ilic 
growing need to irack new |||V infections n.UionalK 
Concerned about the negaiive mipaci that reponing HIV 
cases could have on the effon to bring people in for HIV test- 
mg. the AlD.S groujis asked the CDC at that time to commis­
sion an mdependcni study of possible deierrenls to testing, 
including the impact of a narne.s reponing system.

" I his IS not a siudy that says names reporting has no Jeier- 
Coniinucd on page 29



CDC touts study results
Continued front page 10 
rent effeci al all," cautioned UCSF's Rick 
llcchl. who direcied the study’s design 
and wrote up its results. "On ihc other 
hand. 1 think it helps 10 pul names report­
ing in perspective."

The study, conducted between 
December 1995 and December 1996, has 
not been published yet. According to 
Hechl, both UCSF and CDC want the 
study relea,sed in a peer-reviewed journal 
and are wailing to hear from the Journal 
of the American Medical Association. For 
lhat reason, llechl declined to provide to 
the Blade details of the study's findings 

However, in an April 21 public forum 
held in Washington. D.C.. the CDC's 
director of HIV/AIDS surveillance. Dr. 
John Ward, defended names reporting by 
Idling the audience about the study and 
citing the two percent figure as proof that 
names reporting does not deter people 11 
from gelling HIV tests. Ward’s presenia- * i 
lion was met with an uproar from people | 
111 the audience who had not heard of the u 
study and demanded to know more about 
IIS methodology.

Ward then explained only dial the study 
asked sample populations in nine stales 
several questions to determine what fac­
tors have acted as a deterrent to their get­
ting tested. He said that, in addition to the 
two percent who listed a fear that their 
names would be reponed to the govern­
ment as their number one concern, anoth­
er 19 percent listed that concern as one 
concern among others preventing them 
from getting tested. He noted lhat these 
results cut across racial and ethnic lines.

Hecht confirmed these findings and 
explained some of the study’s methodolo­
gy. He said lhat researchers met with com­
munity-based organizations in over 30

erosexual persons visiting clinics for treat­
ing sexually transmitted diseases.

Among other questions, the respon­
dents were asked what factors have cither 
prevented them from getting an HIV anti­
body lest or contributed to any delay they 
may have experienced in getting a test.

piw

m
V'

mm
__________Daniel Zingale: If there’s any disin­

centive to lesUng, why not pursue al­
ternatives to names reporting?

“We don’t know what that fear Is.” 
said Cornelius Baker. “So we need a 
little more information.”

Each respondent was presented with a list 
of answers, among which, according to 
the CDC, was lhat the r{spondent was 
■worried that jhis or her! name would be 
reponed to the government if (he or she) 
tested positive." Hecht said that 
researchers also recorded the racial or 
ethnic backgrounds of each respondent.

AIDS Action Executive Director 
Daniel Zingale, who is opposed to names 
reponing, said he will not comment on 
the study in detail until he has seen it. But, 
Zingale said, "It seems to me that if 
there’s any evidence in this study that 
there’s an added disincentive to testing, 
then 1 can’t see why we wouldn’t pursue 
other alternatives to names reporting.” 

National Association of People With 
AIDS (NAPWA) Executive Director A. 
Cornelius Baker said he. too. is eager to 
see the whole study, but expressed skepti­
cism that it would provide any definitive 
proof that names reponing does not deter 
people from getting HIV antibody tests. 
NAPWA opposes names reponing. Baker 
co-authored an October New England 
Journal of Medicine aniclc with Ward 
which presented the case for developing 
some son of national system for tracking 
HIV but stopped short of recommending 
a system. Baker, who participated in the 
1993 discussions which led to the new 
study, applauded the CDC’s willingness 
to conduct an independent, academic 
examination of names reporting’s poten­
tial impact on testing.

■What we do know is that the over­
whelming majority of people have said 
that a general fear delays them from get-

ciiies in nine stales to select a sample pop 
ulalion of approximately 2,700 total peo­
ple who either had recently taken an HIV that a general tear oeiays mem iim„ gm- 
anlibody test or had never taken an HIV ting tested. We don't know what that fear
antibody test. Hecht said researchers paid is," said Baker. "So we need a little more
'some attention to diversity" in selecting 
ihe sample population. The community 
organizations helped researchers locale 
public gathering places from which to 
5,elect three categories of high-risk respon- 
dcnis to survey Gay and bisexual men 
from Gay nightclubs, people who inject 
illegal drtjgs from sircct-comcrs, and hei-

Sandic Marvel p; 
away five weeks ago 
fight to live showi 
how to be strong, 
indomitable spirit 
live on in all of us. 
smile and wit grccti 
Street, rain or shi 
Peppers front 
Sandic told sii 
laughed, cried, and' 
our lives. Herfncni 
miss her dearly.
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information."

Ward said the new study counters sev­
eral other studies released in previous 
years which concluded that names report­
ing would serve as a dctcrTcnt to testing. 
Me argued lhat this new study stands 
above others because of the slalislically 
sound manner in which it was.T
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HIV debate erupts
Distrust of government underlies emotions at HIV reporting forum 
by Kai Wright
In an emotionally charged two-hour public forum April 21, the national controversy over if and 
how public health officials should track new HIV infections hit Washington, D.C.
Approximately 100 people, many representing local community-based AIDS organizations, 
presented local and national public health officials with a clear consensus: The government 
cannot be trusted to protect sensitive information identifying people living with HIV, particularly 
if that information is collected in the form of the names of people with HIV.

One speaker after another approached the forum’s panel of public health experts, assembled by 
the D.C. Department of Health (DOH). Many shared personal anecdotes of having been 
discriminated against because of his or her HIV-positive status. Many recounted incidents in 
which government officials failed to protect privacy rights when dealing with non-HfV-related 
health information. And many argued that any system of reporting people with HIV in the 
District would serve only to deter at-risk populations from voluntarily seeking out an HIV 
antibody test. People living with HIV in prisons, senior citizens and young people, women who 
inject illegal drugs and women who are pregnant, immigrants, and Gay and bisexual men of 
color were all among the groups represented at the microphone. And all pleaded with DOH 
Director Allan Noonan not to create an HIV reporting system in the District.

Currently, the Washington, D.C., Department of Health (DOH) keeps records of only people 
with full-blown AIDS, tracking new cases by recording each person’s name. Noonan said the 
forum marked the beginning of deliberations on whether to develop a system for tracking HfV 
infection as well.

"The purpose of this meeting was to get [community] input into developing HIV surveillance," 
Noonan told the Blade after the meeting. "This is the beginning of our planning for the future. In 
order to plan for the future, you first gather information. That’s what we’re doing here." 
Whitman-Walker Clinic Deputy Director Pat Hawkins, who sat on the six-member panel of 
health experts who joined Noonan in addressing the issue, joined the choms of those in the 
audience opposing any attempt to develop an HIV reporting system in D.C. Hawkins made the 
Clinic’s stance clear.

"We are opposed to names reporting and, at this point in time, we have serious reservations 
about ‘unique identifiers’ as well," Hawkins said, attracting cheers from the audience. "Unique 
identifier" systems, currently used to count HIV infection cases only by Maryland and Texas, 
give each individual who tests positive a distinguishing code rather than recording the 
individual’s name.

Hawkins said either system would create "a deterrent to testing." She said that, while city 
officials could probably be trusted to protect the privacy of persons with HIV and guard



identifying information from being used to discriminate against such persons, "you cannot 
predict what our Congress will do to us in the District."

In his remarks opening the forum, Noonan told the audience that DOH must balance its 
competing concerns: the need to get accurate data on HIV infection rates against the need to 
avoid jeopardizing the privacy of people with HIV or making them vulnerable to anti-HIV 
discrimination which still exists in the city.

Noonan said this issue has become more pressing as new treatments prolonging the life spans of 
people with HIV/AIDS have become available and their success in prolonging lives has begun 
placing new demands on public health officials to find and allocate funding and focus their 
efforts.

Noonan was joined by the U.S. Centers for Disease Control and Prevention’s HIV surveillance 
branch head Dr. John Ward. Ward co-authored a New England Journal of Medicine article last 
October that fanned the flames of the debate over HIV reporting by laying out the case for 
developing a national system for tracking HfV infections. The CDC was expected to release a 
report outlining its recommendations for how such a system should work early this year. But that 
report is still not out, and Ward declined to predict when it would be. States would not be forced 
to institute the report’s recommendations, but Congress could subsequently condition federal 
funds for state health programs on compliance with the CDC guidelines.

Currently, every state in the nation has self-imposed requiring health care providers and 
laboratories to report the names of people diagnosed with full-blown AIDS to state health 
officials. State officials send these reports, which include a variety of health and demographic 
information, to the CDC. Information that could identify an individual patient is deleted from the 
reports sent to the CDC, leaving patient names in the hands of state health officials. The system 
allows the CDC to develop a national picture of the AIDS epidemic and to direct funding to 
priority programs.

But no such system exists for tracking the number of people with HIV infection. Currently, 
according to the CDC, only 28 states, including Virginia, record the names of people with HIV 
infection. Ward told the April 21 forum, and has argued in similar forums around the country, 
that the lack of information about the number of HIV cases prevents the CDC from developing a 
reliable picture of the virus’s impact nationally. He said it also makes more difficult CDC’s 
efforts to prevent its spread and focus federal funding on priority programs.

"Our concern is that we are losing our ability to track the HIV epidemic," Ward told the 
gathering. "AIDS data tells us about treatment... not about who is getting infected." Ward 
explained that new treatments forestall the advent of full-blown AIDS for many people with HIV 
and, thus, that tracking the epidemic from its endpoint is no longer effective.

Debating the numbers on names reporting

In a discussion in which nearly every speaker cited a different study evaluating the effectiveness 
of a names-based HIV tracking system. Ward cited a new CDC-funded study conducted by



researchers at the University of California at San Francisco. Ward told the gathering that the 
study, conducted in 1995 and 1996 but, as yet, unpublished, counters other studies that have 
presented evidence that a names-based HIV tracking system would deter individuals from getting 
tested. (See related story.) The study found that, of those who had not taken the test, only 2 
percent indicated that the primary reason for not doing so was a concern that their names would 
be reported to the government. He said another 19 percent of those who had not been tested 
listed that concern as one among others. Ward noted that, among the people who had been 
tested, the percentages were similar. Ward said these results cut across racial and ethnic lines.

But the audience reacted strongly to these findings, interrupting Ward’s presentation and 
demanding to know in which cities the study was conducted and asking for more details about 
how the sample population was selected. Several individuals shouted Ward down as he 
attempted to answer those questions, apparently unconvinced that the study’s results were valid. 
One audience member responded to Ward’s explanation by asking, sarcastically, if the sample 
population "included anyone who was sober or awake."

After Ward’s presentation, several audience members argued that, regardless of what other 
studies have found, a names-based reporting system would not work in D.C. La Clinica del 
Pueblo’s Candace Kattar said a names-based reporting system would cripple her organization, 
which provides counseling and testing for the Latino community. Kattar said that, from January 
to March, La Clinica informally surveyed people who came in for an HIV test, asking if they 
would have come if they knew their names would be reported to the government if they tested 
positive. Kattar said that nearly 85 percent of those that responded said they would not have 
come in for a test.

"In the population that we serve, there is a serious concern of many people here ... a great fear of 
the Immigration and Naturalization Service. And they live with that fear," Kattar told DOH 
officials during the forum’s question and answer period. She predicted that the institution of a 
names-based reporting system would spark a "backlash" among La Clinica’s clients, driving 
many to not only refuse to get HIV tests but also to stop taking advantage of other clinic 

programs.

Ward said that all the concerns presented during the April 21 forum were consistent with those 
he has heard in forums on the subject he has attended around the country since the spring of 
1997. He added, however, that, in other cities, forum participants displayed a greater acceptance 
of the overall need to begin tracking new HIV infections, regardless of how that is done. Ward 
said he believes additional public discussion will help alleviate concerns about how HIV 
reporting can be done while still protecting privacy rights.

DOH Director Noonan stressed to the forum and to the Blade that the department is in only the 
preliminary stages of discussing an HIV reporting system in D.C. and that DOH is attempting to 
gather input from the community before moving forward with any plans.



CDC touts study as definitive word
by Kai Wright

The U.S. Centers for Disease Control and Prevention is citing the results of a new study 
conducted by researchers at the University of California at San Francisco as proof that reporting 
to the government the names of people who test positive for HIV does not deter people from 
voluntarily seeking to be tested.

Surveying a population of people considered among those with a high-risk of becoming infected 
with HIV in nine states, UCSF researchers found that, of respondents who had not taken an HIV 
antibody test, only 2 percent cited a fear that their names being reported to the government as the 
primary reason for having not doing so.

The study was designed to address questions which arose during discussions between the CDC 
and national AIDS policy lobby groups in 1993 about how to best deal with the growing need to 
track new HIV infections nationally. Concerned about the negative impact that reporting HIV 
cases could have on the effort to bring people in for HIV testing, the AIDS groups asked the 
CDC at that time to commission an independent study of possible deterrents to testing, including 
the impact of a names reporting system.

"This is not a study that says names reporting has no deterrent effect at all," cautioned UCSF’s 
Rick Hecht, who directed the study’s design and wrote up its results. "On the other hand, I think 
it helps to put names reporting in perspective."

The study, conducted between December 1995 and December 1996, has not been published yet. 
According to Hecht, both UCSF and CDC want the study released in a peer-reviewed journal and 
are waiting to hear from the Journal of the American Medical Association. For that reason, Hecht 
declined to provide to the Blade extensive details of the study’s findings.

However, in an April 21 public forum held in Washington, D.C., the CDC’s director of 
HIV/AIDS surveillance. Dr. John Ward, defended names reporting by telling the audience about 
the study and citing the two percent figure as proof that names reporting does not deter people 
from getting HIV tests. Ward’s presentation was met with an uproar from people in the audience 
who had not heard of the study and demanded to know more about its methodology.

Ward then explained only that the study asked sample populations in nine states several 
questions to determine what factors have acted as a deterrent to their getting tested. He said that, 
in addition to the two percent who listed a fear that their names would be reported to the 
government as their number one concern, another 19 percent listed that concern as one concern 
among others preventing them from getting tested. He further noted that these results cut across 
racial and ethnic lines.

Hecht confirmed these findings and explained some of the study’s methodology. He said that 
researchers met with community-based organizations in over 30 cities in nine states to select a 
sample population of approximately 2,700 total people who either had recently taken an HIV 
antibody test or had never taken an HIV antibody test. Hecht said researchers paid "some



attention to diversity" in selecting the sample population. The community organizations helped 
researchers locate public gathering places from which to select three categories of high-risk 
respondents to survey: Gay and bisexual men from Gay nightclubs, people who inject illegal 
drugs from street-comers, and heterosexual persons visiting clinics for treating sexually 
transmitted diseases.

Among other questions, the respondents were asked what factors have either prevented them 
from getting an HIV antibody test or contributed to any delay they may have experienced in 
getting a test. Each respondent was presented with a list of answers, among which, according to 
the CDC, was that the respondent was "worried that [his or her] name would be reported to the 
government if [he or she] tested positive." Hecht said that researchers also recorded the racial or 
ethnic backgrounds of each respondent.

AIDS Action Executive Director Daniel Zingale, who is opposed to names reporting, said he will 
not comment on the study in detail until he has seen it. But, Zingale said, "It seems to me that if 
there’s any evidence in this study that there’s an added disincentive to testing, then 1 can’t see 
why we wouldn’t pursue other alternatives to names reporting."

National Association of People With AIDS (NAPWA) Executive Director A. Cornelius Baker 
said he, too, is eager to see the whole study, but expressed skepticism that it would provide any 
definitive proof that names reporting does not deter people from getting HIV antibody tests. 
NAPWA opposes names reporting. Baker co-authored an October New England Journal of 
Medicine article with Ward which presented the case for developing some sort of national system 
for tracking HIV but stopped short of recommending a system. Baker, who participated in the 
1993 discussions which led to the new study, applauded the CDC’s willingness to conduct an 
independent, academic examination of names reporting’s potential impact on testing.

"What we do know is that the overwhelming majority of people have said that a general fear 
delays them from getting tested. We don’t know what that fear is," said Baker. "So we need a 
little more information."

Ward said the new study counters several other studies released in previous years which 
concluded that names reporting would serve as a deterrent to testing. He argued that this new 
study stands above others because of the statistically sound manner in which it was.
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Activists oppose reporting HIV names
State officials insist 'no 
decision has been made'
by LAURA BROWN

From attorneys and doctors to indigent 
patients on public assistance, more than 150 
people infected or affected by HIV spoke 
out unarrimously at a town hall meeting 
April 16 against a proposed plan to collect 
names of HIV-positive Georgians in order to 
better track the spread of the disease.

Many of those attending the heated 
town hall meeting returned the next morn­
ing, when the Georgia Task Force on AIDS 
heard testimony on HIV surveillance from 
the national Centers for Disease Control, 
area AIDS service providers and the gener­
al public. With the exception of the CIX's 
Dr. John Ward, sentiments again ran unaiu- 
mously against names reporting.

AIDS advocates suggested, as an alter­
native to reporting the names of those with 
HIV, that Georgia consider reporting HIV 
cases using a "unique identifier" of num­
bers and letters, similar to systems in use in 
Texas and Maryland. While Texas officials 
have criticized their system for incomplete
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SisterLoye Executive Director Dazon Dixon and Atlanta attorney Chip Rowan were among those 
voicing criticism of plans to collect the names of Georgians carrying the HIV virus.

data and are considering moving to names 
reporting, Maryland is calling their pro­
gram a guarded success.

In "UI" systems, a code made up of 
unchangeable data elements such as a certain

letter of a patient's name, a partial social secu­
rity number, or even a standard hand mea­
surement are compiled to create a unique code 
for each person who tests positive for HIV.

> Continued on Page 19

Georgia Equality Project turns the comer, leaders say
by LAURA BROWN .

The Georgia Equality Project Foundation
. .1

steward of the community's money" was 
one of the chief concerns raised at their last 
public forum in February.

aside 15 percent of monthly income to hire 
staff or consultants to monitor the 1999 
Legislature, but Knox said limited finances
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NationsBank now have the opportuni-
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v,«„y ,o,
every gay employee of NationsBank," 

;;J^f;EnsIe^;^bpeiily:g^W;pr^^^^^ 
lident .in‘the Atlanta business hankingyfdivision, told Southern Voice.

"I appreciate [NatioiwBank CEO] Hu^ McCoU's stand on This issue, and 
I reaUybeUeye dtat he did this because
it was the right thing: to do. With ithe : ;

can be
i-

son Usa Lester said the company has been.-KjlypK,uJofiii»dlyl»l»aad

always .w™g«d.l»te"
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Reportjiig HIV nam^s
> Continued from Page 7

Public health officials can then monitor 
the spread of HIV in order to target preven­
tion and services, while those tested can 
feel more secure because "their names 
won't be on any list," UI supporters said.

Dr. Melanie 'Thompson, principal researcher 
for the AIDS Research Consortium of Atlanta, 
AIDS Survival Prefect Executive Director Jeff 
Graham, SisterLove founder Dazem CHxon, 
Atlanta's Craig Washington and dvil rights 
attorney Chip Rowan were among the coiiunu- 
nity leaders who said they oppose names 
reporting. Still, each speaker offered only a per­
sonal viewpoint; none spoke on behalf of ^DS 
service organizations.

Neither the Task Force nor the Georgia 
Department of Human Resources has 
made a decision about what form of HIV 
surveillance to conduct, officials stressed. 
DHR's David Johnson said the agency 
will conduct public hearings in all 19 
Georgia health districts before October 
and will take at least a year to reach a final 
decision.

"The one thing I want you to hear is we 
have not made a decision yet, and we will 
not make a decision iri a vacuum,'' he 
pronused. "We want buy-fin from.the entire

information is kept on the state level and 
only statistics are tracked nationally.

Opponents to HIV-names reporting said 
they fear the program would deter testing, 
and it could be vulnerable to both illegal 
and legal confidentiality breaches.

More disturbing than the possibility that 
someone could violate policy and "le^ the 
list," they said, is die fear that increasingly 
conservative state legislatures could repei 
confidentiality laws that would protect 
HIV-positive, people from exposure.

"I can say sincerely that I believe the 
DHR has people's best interests at heart, but 
I don't trust the legislature," ASP's Graham 
said. "To over-generalize the Georgia legis­
lature, they never cared about HIV at all, 
they hate gay meii, they've never cared

, i.

The CDC's John Ward (left) defended plans to 
report the names of Georgians with HIV, hot 
state offidal David Johnson promised that his 
agency had made no finol dedsion.

. Ul proponents said they fear even more 
widespread misuse of HIV-lists, and cited 
criminal prosecutions as another area for 
potential problems. As states move to crim­
inalize exposing a sex partner to HIV infec­
tion as attempted murder, they asked, what

much for people of color, and if you are an "will keep prosecutors from getting subpoe-
IV drug user, you deserve to die."

According to Aima Forbes, a consultant 
and UI researcher who spoke at the town 
hall meeting, in 1991 the Illinois legislature 
passed a law requiring its health depart­
ment to identify HIV-positive health care 
providers by cross-matching the state AIDS 
registry with licensing records. -

has to see if defendants' naihes are on the 
HIV registry?

"The orUy safe list is the list that is never 
created," Forbes concluded, drawing 
applause from forum attendees.

In favor of names reporting, mean- 
- wMe,;the CE)C's Ward said the system 

has less, chanc or incom-
: pleto data then' cohst^^ a UI code.The. law further required the -depart-

Although aU 50 states;^^tly toiPnitor : it from being funded tomed to keeping other medical records^,
casesbffvdl-blbvvri AIDS usirigriames, that T'arid therefore implemented. . usingnames. *'T

NationsBank
. > Continued from Page 7

realization that the dependents our 
employees support might be parents, 
siblings or domestic partners."

BankAmerica's equal employment 
opportunity policy also protects gay 
employees from being fired, denied a 
promotion or harassed just because of 
their sexual orientation.

^ does not
include sexual orientation in its non- 

' discrimination policy, and it remains 
unclear how it will be affected by the 
merger. "That issue has not been 
addressed," Waller said.

McCoU said that employees will not 
lose any benefits they now get, and 
NationsBank workers could gain 
unspecified ones from the merger.

"Bank of America has many very 
positive, forward-thinking policies...

. and basically we'll probab y extend 
them across the franchise after we study 
everything," he said.

In 1990, only a half-dozen employ­
ers offered hedth and other benefits 
to same-sex couples. According to the 
Human Rights Campaign, nearly 500 
employers now offer domestic part­
nership.

Turner Broadcasting Systems, Inc., 
md Emory University are among the 
large Atlanta employers offering the

—Frp^^aff^priler Laura Brown and 
■'wire reports.:'"''.'
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HIV debate erupts
Distrust of government underlies 

emotions at HIV reporting forum
by Kai Wright 

In an emotionally charged 
two-hour public forum April 21, 
the national controversy over if 
and how public health officials 
should track new HIV infections 
hit Washington, D.C. Approx­
imately 100 people, many repre­
senting local community-based ^ 
AIDS organizations, presented a 
local and national public health ^ 

I officials with a clear consensus: 5 
5 The government cannot be trust- S' 
g ed to protect sensitive informa- 
^ tion identifying people living 

with HIV, particularly if that 
information is collected in the 
form of the names of people with 
HIV.

One speaker after another 
approached the forum’s panel of 

public health experts, assembled by the D.C. Department of Health 
(DOH). Many shared personal anecdotes of having been discriminat­
ed against because of his or her HIV-positive status. Many recounted 
incidents in which government officials failed to protect privacy 
rights when dealing with non-HIV-related health information. And

Continued on page 10

“The purpose of this meeting 
was to get [community] input 
into developing HIV surveil­
lance,” said Allan Noonan.

^ders ’p Foru

Crime solvers
D.C detectives team up 

to solve Gay murders
by Lou Chibbaro Jr.

A newly created team of D.C. Police homicide 
detectives will act as specialists in cases involving 
the murders of Gay men and Lesbians, and the 
team will take unprecedented steps to reach out to ^ 
the Gay community for help in solving these cases, » 
the commander of the homicide squad said this ^
week. o

r’ommanHpr Rr>>:c 5swnr>e Said he S'
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Local News
HIV reporting debate erupts in D.C.

Continued from page / 
many argued that any system of reponing 
people with HIV in the District would 
serve only to deter at-risk populations 
from voluntarily seeking out an HIV anti­
body test. People living with HIV in pris­
ons. senior citizens and young people, 
women who inject illegal drugs and 
women who are pregnant, immigrants, 
and Gay and bisexual men of color were 
all among the groups represented at the 
microphone. .And all pleaded with DOH 
Director Allan Noonan not to create an 
HIV reporting system in the District.

Currently, the Washington, D.C.. 
Department of Health (DOH) keeps 
records of only people with full-blown 
AIDS, tracking new cases by recording 
each person’s name. Noonan said the 
forum marked the beginning of delibera­
tions on whether to develop a .system for 
tracking HIV infection as well.

“The purpose of this meeting was to get 
Icommunily] input into developing HIV 
surveillance,” Noonan told the Blade after 
the meeting. “This is the beginning of our 
planning for the future. In order to plan for 
the future, you first gather information. 
Thai's what we’re doing here.” 

Whitman-Walker Clinic Deputy 
Director Pal Hawkins, who sat on the six- 
member panel of health experts who 
joined Noonan in addressing the issue, 
joined the chorus of those in the audience 
opposing any attempt to develop an HIV 
reporting system in D.C. Hawkins made 
the Clinic’s stance clear.

“We are opposed to names reporting 
and, at this point in time, we have serious 
reservations about ‘unique Identifiers’ as 
well,” Hawkins said, attracting cheers 
from the audience. ’‘Unique Identifier" 
systems, currently used to count HIV 
infection cases only by Maryland and 
Texas, give each individual who tests pos­
itive a distinguishing code rather than 
recording the individual’s name.

Hawkins said either system would cre­
ate “a deterrent to testing.” She said that, 
while city officials could probably be 
trusted to protect the privacy of persons 
with HIV and guard information from 
being used to disenminate against such 
persons, “you cannot predict what our 
Congress will do to us in the District.”

In his remarks opening the forum, 
Noonan told the audience that DOH must 
balance its competing concerns; the need 
to get accurate data on HIV infection rales 
against the need to avoid jeopardizing the 
privacy of people with HIV or making 
them vulnerable to anti-HIV discrimina­
tion which still exists in the city.

Noonan said this issue has become 
more pressing as new treatments prolong­
ing the life spans of people with 
HIV/AIDS have become available and 
their success in prolonging lives has begun 
placing new demands on public health 
officials to find and allocate funding and 
focus their efforts.

Noonan was joined by the U.S. Centers 
for Disease Control and Prevention’s HIV 
surveillance branch head Dr. John Ward. 
Ward co-authored a New England Journal 
of Medicine article last October that 
fanned the flames of the debate over HIV 
reporting by laying out the case for devel­
oping a national system for tracking HIV 
infections. The CDC was expected to

release a repon outlining its recommenda­
tions for how such a system should work 
early this year. But that report is still not 
out, and Ward declined to predict when it 
would be. States would not be forced to 
institute the recommendations, but 
Congress could subsequently condition 
federal funds for slate health programs on 
compliance with the CDC guidelines.

Currently, every state in the nation has 
self-imposed requiring health care 
providers and laboratories to report the 
names of people diagnosed with full­
blown AIDS to state health officials. Slate 
officials send these reports, which include 
a variety of health and demographic infor­
mation, to the CDC. Information that 
could identify an individual patient is 
deleted from the reports sent to the CDC. 
leaving patient names in the hands of state 
health officials. The system allows the 
CDC to develop a national picture of the 
AIDS epidemic and to direct funding to a 
priority programs. |

But no such system exists for tracking C I 
the number of people with HIV infection. 11 
Currently, according to the CDC. only 28 * 
slates, including Virginia, record the 
names of people with HIV infection. Ward 
told the April 21 forum, and has argued in 
similar forums around the country, that the 
lack of information about the number of 
HIV cases prevents the CDC from devel­
oping a reliable picture of the virus’s 
impact nationally. He said it also makes 
more difficult CDC’s efforts to prevent its 
spread and focus federal funding on prior­
ity programs.

individuals from getting tested. (Sec relat­
ed story.) The study found that, of those 
who had not taken the test, only 2 percent 
indicated that the primary reason for not 
doing so was a concern that their names 
would be reported to the government. He 
said another 19 percent of those who had

surveyed people who came in for an HIV 
lest, asking if they would have come if 
they knew their names would be reported 
to the government if they tested positive. 
Kattar said that nearly 85 percent of those 
that responded said they would not have 
come in for a lest.

“In the population that we serve, there 
is a serious concern of many people here 
... a great fear of the Immigration and 
Naturalization Service. And they live with

'S'
Pat Hawkins said Whitman-Walker Clinic Is opposed to names reporting and also has 
concerns about reporting systems that use “unique identiners."

ability to track the HIV epidemic.” Ward 
told the gathering. “AIDS data tells us 
about treatment ... not about who is get­
ting infected.” Ward explained that new 
treatments forestall the advent of full­
blown AIDS for many people with HIV 
and. thus, that tracking the epidemic from 
its endpoint is no longer effective.
Debating the numbers

In a discussion in which nearly every 
speaker cited a different study evaluating 
the effectiveness of a names-based HIV 
tracking system. Ward cited a new CDC- 
funded study conducted by researchers at 
the University of California at San 
Francisco. Ward told the gathering that the 
study, conducted in 1995 and 1996 but, as 
yet. unpublished, counters other studies 
that have presented evidence that a names- 
based HIV tracking system would deter

not been tested listed that concern as one 
among others. Ward noted that, among the 
people who had been tested, the percent­
ages were similar. Ward said these results 
cut across racial and ethnic lines.

But the audience reacted strongly to 
these findings, interrupting Ward’s presen­
tation and demanding to know in which 
cities the study was conducted and asking 
for more details about how the sample 
population was selected. Several individu­
als shouted Ward down as he attempted to 
answer those questions, apparently uncon­
vinced that the study’s results were valid. 
One audience member responded to 
Ward’s explanation by asking, sarcastical­
ly. if the sample population “included any­
one who was sober or awake.”

After Ward’s presentation, several audi­
ence members argued that, regardless of 
what other studies have found, a names- 
based reporting system would not work in 
D.C. La Clinica del Pueblo’s Candace 
Kattar said a names-based reporting sys­
tem would cripple her organization, which 
provides counseling and testing for the 
Latino community. Kattar said that, from 
January to March. La Clinica informally

that fear.” Kattar told DOH officials dur­
ing the forum’s question and answer peri­
od. She predicted that the institution of a 
names-based reporting system would 
spark a "backlash” among La Clinica's 
clients, driving many to not only refuse to 
gel HIV tests but also to slop taking 
advantage of other clinic programs.

Ward said that alt the concerns present­
ed during the April 21 forum were consi.s- 
tent with those he has heard in forums on 
the subject he has attended around the 
country since the spring of 1997. He 
added, however, that, in other cities, forum 
participants displayed a greater acceptance 
of the overall need to begin tracking new 
HIV infections, regardless of how that is 
done. Ward said he believes additional 
public discussion will help alleviate con­
cerns about how HIV reponing can be 
done while still protecting privacy rights.

DOH Director Noonan stressed to the 
forum and to the Blade that the department 
is in only the preliminary stages of dis­
cussing an HIV reporting system in D.C. 
and that DOH is attempting to gather input 
from the community before moving for­
ward with any plans.▼

CDC touts study as definitive word
by Kai Wright

The U.S. Centers for Disease Comrol and Prevention is cit­
ing the results of a new study conducted by researchers al Ihe 
University of California al San Francisco as proof that report­
ing to the govemnieni the names of people who test positive 
for HIV does not deter people from voluntarily seeking to be tested.

Surveying a population of people considered among those 
with a high-risk of becoming infected with HI V in nine stales, 
UCSF researchers found that, of respondents who had nor 
taken an HIV antibody test, only 2 percent cited a fear that 
their names being reported to the government as the primary

reason for having not doing so.
The study was designed to address questions which arose 

during discussions between the CDC and national AIDS pol­
icy lobby groups in 1993 about how to best deal with Ihe 
growing need to track new HIV infections nationally. 
Concerned about Ihe negative impact that reporting HIV 
cases could have on the effort to bring people in for HIV test­
ing, Ihe AIDS groups asked the CDC al that lime to commis­
sion an independent study of possible deterrents to testing, 
including the impact of a names reporting system.

“This is not a study that says names reponing has no deter- 
Conrinued on page 29
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CDC touts study results
Continued from page to
rent effect at all,” cautioned UCSF's Rick 
Hecht, who directed the study's design 
and wrote up its results. "On the other 
hand, 1 think it helps to put names report­
ing in perspective."

The study, conducted between 
December 1995 and December 1996, has 
not been published yet. According to 
Hecht. both UCSF and CDC want the 
study released in a peer-reviewed journal 
and are waiting to hear from the Journal 
of the American Medical Association. For 
that reason, Hecht declined to provide to 
the Blade details of the study’s findings.

However, in an April 21 public fonim 
held in Washington, D.C., the CDC's 
director of HIV/AIDS surveillance. Dr, 
John Ward, defended names reporting by 
telling the audience about the study and 
citing the two percent figure as proof that 
names repotting does not deter people* 
from getting HIV tests. Ward's presenta- J 
tion was met with an uproar from people i 
in the audience who had noi heard of the “ 
study and demanded to know more about 
its methodology.

Ward then explained only that the study 
asked sample populations in nine states 
several questions to determine what fac­
tors have acted as a deterrent to their get­
ting tested. He said that, in addition to the 
two percent who listed a fear that their 
names would be reported to the govern­
ment as their number one concern, anoth­
er 19 percent listed that concern as one 
concern among others preventing them 
from getting tested. He noted that these 
results cut across racial and ethnic lines.

Hecht confirmed these findings and 
explained some of the study’s methodolo­
gy. He said that researchers met with com­
munity-based organizations in over 30

erosexual persons visiting clinics for treat­
ing sexually transmitted diseases.

Among other questions, the respon­
dents were asked what factors have either 
prevented them from getting an HIV anti­
body test or contributed to any delay they 
may have experienced in getting a test.

Daniel Zingale: If there’s any disin­
centive to testing, why not pursue al­
ternatives to names reporting?

cities in nine slates to select a sample pop­
ulation of approximately 2,700 total peo­
ple who either had recenUy taken an HIV 
anUbody test or had never taken an HIV 
antibody lest. Hecht said researchers paid 
"some attention to diversity" in selecting 
the sample population. The community 
organizations helped researchers locate 
public gathering places from which to 
select three categories of high-risk respon­
dents to survey: Gay and bisexual men 
from Gay nightclubs, people who inject 
illegal drugs from sueewomers, and het-

\ :'V'-v ■ xg ^

“We don’t know what that fear Is,’’
said Cornelius linker. “So we need a
Utile more Information.”

Each respondent was presented with a list 
of answers, among which, according to 
the CDC, was that the respondent was 
“wonied that [his or her] name would be 
reported to the government if [he or she] 
tested positive.” Hecht said that 
researchers also recorded the racial or 
ethnic backgrounds of each respondent.

AIDS Action Executive Director 
Daniel Zingale, who is opposed to names 
reporting, said he will not comment on 
the study in detail until he has seen it. But, 
Zingale said, “It seems to me that if 
there’s any evidence in this study that 
there’s an added disincentive to testing, 
then I can’t see why we wouldn’t pursue 
other alternatives to names reporting."

National Association of People With 
AIDS (NAPWA) Executive Director A. 
Cornelius Baker said he, too, is eager to 
see the whole study, but expressed skepti­
cism that it would provide any definitive 
proof that names repotting does not deter 
people from getting HIV antibody tests. 
NAPWA opposes names repotting. Baker 
co-authored an October New England 
Journal of Medicine article with Ward 
which presented the case for developing 
some sort of national system [or tracking 
HIV but Slopped short of recommending 
a system. Baker, who participated in the 
1993 discussions which led to the new 
study, applauded the CDC’s willingness 
to conduct an independent, academic 
examination of names reporting’s poten­
tial impact on testing.

“What we do know is that the over­
whelming majority of people have said 
that a general fear delays them from get­
ting tested. We don’t know what that fear 
is,” said Baker. “So we need a little more 
information."

Ward said the new study counters sev­
eral other studies released in previous 
years which concluded that names report­
ing would serve as a deterrent to testing. 
He argued that this new study stands 
above others because of the sutistically 
sound manner in which it was.T
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HIV debate erupts
Distrust of government underlies emotions at HIV reporting forum 
by Kai Wright
In an emotionally charged two-hour public forum April 21, the national controversy over if and 
how public health officials should track new HIV infections hit Washington, D.C.
Approximately 100 people, many representing local community-based AIDS organizations, 
presented local and national public health officials with a clear consensus: The government 
cannot be trusted to protect sensitive information identifying people living with HIV, particularly 
if that information is collected in the form of the names of people with HIV.

One speaker after another approached the forum’s panel of public health experts, assembled by 
the D.C. Department of Health (DOH). Many shared personal anecdotes of having been 
discriminated against because of his or her HIV-positive status. Many recounted incidents in 
which government officials failed to protect privacy rights when dealing with non-HIV-related 
health information. And many argued that any system of reporting people with HIV in the 
District would serve only to deter at-risk populations from voluntarily seeking out an HIV 
antibody test. People living with HIV in prisons, senior citizens and young people, women who 
inject illegal drugs and women who are pregnant, immigrants, and Gay and bisexual men of 
color were all among the groups represented at the microphone. And all pleaded with DOH 
Director Allan Noonan not to create an HIV reporting system in the District.

Currently, the Washington, D.C., Department of Health (DOH) keeps records of only people 
with full-blown AIDS, tracking new cases by recording each person’s name. Noonan said the 
forum marked the beginning of deliberations on whether to develop a system for tracking HIV 
infection as well.

"The purpose of this meeting was to get [community] input into developing HIV surveillance," 
Noonan told the Blade after the meeting. "This is the beginning of our planning for the future. In 
order to plan for the future, you first gather information. That’s what we’re doing here." 
Whitman-Walker Clinic Deputy Director Pat Hawkins, who sat on the six-member panel of 
health experts who joined Noonan in addressing the issue, joined the chorus of those in the 
audience opposing any attempt to develop an HIV reporting system in D.C. Hawkins made the 
Clinic’s stance clear.

"We are opposed to names reporting and, at this point in time, we have serious reservations 
about ‘unique identifiers’ as well," Hawkins said, attracting cheers from the audience. "Unique 
identifier" systems, currently used to count HIV infection cases only by Maryland and Texas, 
give each individual who tests positive a distinguishing code rather than recording the 
individual’s name.

Hawkins said either system would create "a deterrent to testing." She said that, while city 
officials could probably be trusted to protect the privacy of persons with HIV and guard



identifying information from being used to discriminate against such persons, "you cannot 
predict what our Congress will do to us in the District."

In his remarks opening the forum, Noonan told the audience that DOH must balance its 
competing concerns: the need to get accurate data on HIV infection rates against the need to 
avoid jeopardizing the privacy of people with HIV or making them vulnerable to anti-HIV 
discrimination which still exists in the city.

Noonan said this issue has become more pressing as new treatments prolonging the life spans of 
people with HIV/AIDS have become available and their success in prolonging lives has begun 
placing new demands on public health officials to find and allocate funding and focus their 
efforts.

Noonan was Joined by the U.S. Centers for Disease Control and Prevention’s HIV surveillance 
branch head Dr. John Ward. Ward co-authored a New England Journal of Medicine article last 
October that fanned the flames of the debate over HIV reporting by laying out the case for 
developing a national system for tracking HIV infections. The CDC was expected to release a 
report outlining its recommendations for how such a system should work early this year. But that 
report is still not out, and Ward declined to predict when it would be. States would not be forced 
to institute the report’s recommendations, but Congress could subsequently condition federal 
funds for state health programs on compliance with the CDC guidelines.

Currently, every state in the nation has self-imposed requiring health care providers and 
laboratories to report the names of people diagnosed with full-blown AIDS to state health 
officials. State officials send these reports, which include a variety of health and demographic 
information, to the CDC. Information that could identify an individual patient is deleted from the 
reports sent to the CDC, leaving patient names in the hands of state health officials. The system 
allows the CDC to develop a national picture of the AIDS epidemic and to direct funding to 
priority programs.

But no such system exists for tracking the number of people with HIV infection. Currently, 
according to the CDC, only 28 states, including Virginia, record the names of people with HIV 
infection. Ward told the April 21 forum, and has argued in similar forums around the country, 
that the lack of information about the number of HIV cases prevents the CDC from developing a 
reliable picture of the virus’s impact nationally. He said it also makes more difficult CDC’s 
efforts to prevent its spread and focus federal funding on priority programs.

"Our concern is that we are losing our ability to track the HIV epidemic," Ward told the 
gathering. "AIDS data tells us about treatment... not about who is getting infected." Ward 
explained that new treatments forestall the advent of full-blown AIDS for many people with HIV 
and, thus, that tracking the epidemic from its endpoint is no longer effective.

Debating the numbers on names reporting

In a discussion in which nearly every speaker cited a different study evaluating the effectiveness 
of a names-based HIV tracking system. Ward cited a new CDC-funded study conducted by



researchers at the University of California at San Francisco. Ward told the gathering that the 
study, conducted in 1995 and 1996 but, as yet, unpublished, counters other studies that have 
presented evidence that a names-based HIV tracking system would deter individuals from getting 
tested. (See related story.) The study found that, of those who had not taken the test, only 2 
percent indicated that the primary reason for not doing so was a concern that their names would 
be reported to the government. He said another 19 percent of those who had not been tested 
listed that concern as one among others. Ward noted that, among the people who had been 
tested, the percentages were similar. Ward said these results cut across racial and ethnic lines.

But the audience reacted strongly to these findings, interrupting Ward’s presentation and 
demanding to know in which cities the study was conducted and asking for more details about 
how the sample population was selected. Several individuals shouted Ward down as he 
attempted to answer those questions, apparently unconvinced that the study’s results were valid. 
One audience member responded to Ward’s explanation by asking, sarcastically, if the sample 
population "included anyone who was sober or awake."

After Ward’s presentation, several audience members argued that, regardless of what other 
studies have found, a names-based reporting system would not work in D.C. La Clinica del 
Pueblo’s Candace Kattar said a names-based reporting system would cripple her organization, 
which provides counseling and testing for the Latino community. Kattar said that, from January 
to March, La Clinica informally surveyed people who came in for an HIV test, asking if they 
would have come if they knew their names would be reported to the government if they tested 
positive. Kattar said that nearly 85 percent of those that responded said they would not have 
come in for a test.

"In the population that we serve, there is a serious concern of many people here ... a great fear of 
the Immigration and Naturalization Service. And they live with that fear," Kattar told DOH 
officials during the forum’s question and answer period. She predicted that the institution of a 
names-based reporting system would spark a "backlash" among La Clinica’s clients, driving 
many to not only refuse to get HIV tests but also to stop taking advantage of other clinic 

programs.

Ward said that all the concerns presented during the April 21 forum were consistent with those 
he has heard in forums on the subject he has attended around the country since the spring of 
1997. He added, however, that, in other cities, forum participants displayed a greater acceptance 
of the overall need to begin tracking new HIV infections, regardless of how that is done. Ward 
said he believes additional public discussion will help alleviate concerns about how HIV 
reporting can be done while still protecting privacy rights.

DOH Director Noonan stressed to the forum and to the Blade that the department is in only the 
preliminary stages of discussing an HIV reporting system in D.C. and that DOH is attempting to 
gather input from the community before moving forward with any plans.



CDC touts study as definitive word
by Kai Wright

The U.S. Centers for Disease Control and Prevention is citing the results of a new study 
conducted by researchers at the University of California at San Francisco as proof that reporting 
to the government the names of people who test positive for HIV does not deter people from 
voluntarily seeking to be tested.

Surveying a population of people considered among those with a high-risk of becoming infected 
with HIV in nine states, UCSF researchers found that, of respondents who had not taken an HIV 
antibody test, only 2 percent cited a fear that their names being reported to the government as the 
primary reason for having not doing so.

The study was designed to address questions which arose during discussions between the CDC 
and national AIDS policy lobby groups in 1993 about how to best deal with the growing need to 
track new HIV infections nationally. Concerned about the negative impact that reporting HIV 
cases could have on the effort to bring people in for HIV testing, the AIDS groups asked the 
CDC at that time to commission an independent study of possible deterrents to testing, including 
the impact of a names reporting system.

"This is not a study that says names reporting has no deterrent effect at all," cautioned UCSF’s 
Rick Hecht, who directed the study’s design and wrote up its results. "On the other hand, I think 
it helps to put names reporting in perspective."

The study, conducted between December 1995 and December 1996, has not been published yet. 
According to Hecht, both UCSF and CDC want the study released in a peer-reviewed journal and 
are waiting to hear from the Journal of the American Medical Association. For that reason, Hecht 
declined to provide to the Blade extensive details of the study’s findings.

However, in an April 21 public forum held in Washington, D.C., the CDC’s director of 
HIV/AIDS surveillance. Dr. John Ward, defended names reporting by telling the audience about 
the study and citing the two percent figure as proof that names reporting does not deter people 
from getting HIV tests. Ward’s presentation was met with an uproar from people in the audience 
who had not heard of the study and demanded to know more about its methodology.

Ward then explained only that the study asked sample populations in nine states several 
questions to determine what factors have acted as a deterrent to their getting tested. He said that, 
in addition to the two percent who listed a fear that their names would be reported to the 
government as their number one concern, another 19 percent listed that concern as one concern 
among others preventing them from getting tested. He further noted that these results cut across 
racial and ethnic lines.

Hecht confirmed these findings and explained some of the study’s methodology. He said that 
researchers met with community-based organizations in over 30 cities in nine states to select a 
sample population of approximately 2,700 total people who either had recently taken an HIV 
antibody test or had never taken an HIV antibody test. Hecht said researchers paid "some



attention to diversity" in selecting the sample population. The community organizations helped 
researchers locate public gathering places from which to select three categories of high-risk 
respondents to survey: Gay and bisexual men from Gay nightclubs, people who inject illegal 
drugs from street-comers, and heterosexual persons visiting clinics for treating sexually 
transmitted diseases.

Among other questions, the respondents were asked what factors have either prevented them 
from getting an HIV antibody test or contributed to any delay they may have experienced in 
getting a test. Each respondent was presented with a list of answers, among which, according to 
the CDC, was that the respondent was "worried that [his or her] name would be reported to the 
government if [he or she] tested positive." Hecht said that researchers also recorded the racial or 
ethnic backgrounds of each respondent.

AIDS Action Executive Director Daniel Zingale, who is opposed to names reporting, said he will 
not comment on the study in detail until he has seen it. But, Zingale said, "It seems to me that if 
there’s any evidence in this study that there’s an added disincentive to testing, then I can’t see 
why we wouldn’t pursue other alternatives to names reporting."

National Association of People With AIDS (NAPWA) Executive Director A. Cornelius Baker 
said he, too, is eager to see the whole study, but expressed skepticism that it would provide any 
definitive proof that names reporting does not deter people from getting HIV antibody tests. 
NAPWA opposes names reporting. Baker co-authored an October New England Journal of 
Medicine article with Ward which presented the case for developing some sort of national system 
for tracking HIV but stopped short of recommending a system. Baker, who participated in the 
1993 discussions which led to the new study, applauded the CDC’s willingness to conduct an 
independent, academic examination of names reporting’s potential impact on testing.

"What we do know is that the overwhelming majority of people have said that a general fear 
delays them from getting tested. We don’t know what that fear is," said Baker. "So we need a 
little more information."

Ward said the new study counters several other studies released in previous years which 
concluded that names reporting would serve as a deterrent to testing. He argued that this new 
study stands above others because of the statistically sound manner in which it was.



05/05/98 THE 17:06 FAX 202 456 6294 OFC OF PRES. PERSONNEL @001

FROM:

THE WHITE HOUSE 

OFFICE OF PRESIDENTIAL PERSONNEL 
153 OLD EXECUTIVE OFFICE BUILDING 

WASHINGTON, DC 20500
Tel: 202-4S6-7103 
Fax: 202-456>2259

Joel Ginsberg 
Search Manager

DATE ;

TO:
"Jluyi/Tl

TAX: ______
TOTAL NUMBER OF 
PAGES INCLUDING 
COVER SHEET:

COMMENTS: [/CfU OL^tyCt

IF THERE ARE ANY PROBLEMS WITH THIS FAX TRANSMISSION. PUASE CONTACT 
THE SENDER AT THE TELEPHONE NUMBER USTED ABOVE. THANK YOU.

aocv«««t »<conp*<irl^ 9^ F»ctl«lc k l*t m ¥ f4 or tAttr k
vhora t k MMrttsH. co-UK WOfwiUeH* *<f*fcli owf ^ ceAMe«<|«I ar from
rfJtclof«« sppCcsbic Uw. * MJ«r Of frk »«f («c« •»!•<•»« hte«d«4 ncbkaC or •« o<nokr«« or oo««

for (K« lo ■« •<*»
cocTint «« <K Ul«s « o"r •<*«»• •" COml^«n^luGon k t:ric0r

pf«ha)i(ctf. « ,04K«*« f««w«0 C*n*mu«lc«li» « *«*«<. OkOfO U* lt«m40kWI| at OO^l 456-7103.



NATIONAL
ORGANIZATIONS
RESPONDING

AIDS

Co-chairs

David Harvey 
AIDS Policy Center for 
Children, Yoltth and 
Famiues

Miguelina Maldonado 
National Minority AIDS 
Council

Executive Committee 

Val Bias
National Hemophilia 
Foundation

Rose Gonzalez 
American Nurses 
Association

Byron J. Harris 
National Alliance of 
State and Territorial 
AIDS Directors

Christine Lubinski 
AIDS ACTION Council

Mike Shriver 
National Association of 
People With AIDS

Jane Silver
American Foundation for 
AIDS Research

Winnie Stachelberg 
Human Rights Campaign

HIV Surveillance Paper 

Purpose:
This paper is meant to serve as a tool to facilitate and inform community discussion as well 
as to offer imponant background information to ground the dialogue regarding expanding the 
manner in which we do national HIV/AIDS surveillance activities.

Discussion:
There are two questions that frame consideration of incorporating HIV infection reporting as 
part of our national HIV/AIDS surveillance system. These two questions are:

1.

2.

How do we improve and expand our nation's surveillance system to better 
describe the varying nature of their HIV/AIDS epidemic in the United States? and 
How do we protect the privacy and confidentiality of individuals living with 
HIV disease within our nation’s surveillance efforts?

NORA
A coalition convened by 
AIDS Action Council
1875 Connecticut Ave., NW 
Suite 700
Washington, DC 20009 
202 986 1300 
202 986 1345 tax

Definition:
In public health, surveillance is the system that allows for public health jurisdictions (national, 
regional, state and local) to rapidly monitor, assess and respond to present and emerging 
health crises in a systematized, organized and scientifically-based manner.

Surveillance systems consist of several different types of activities: sentinel studies, case 
counting (number of individuals living or deceased who have said disease); incidence and 
prevalence studies (density of disease and breadth of disease); and even behavioral (risk- 
taking) surveillance. The more comprehensive the system, the better and more relevant the 
resulting data.

Background:
• The federal government does not require that any one disease be reported to either 

itself or to the state. That decision is made by state law, state by state
• The Centers for Disease Control and Prevention (CDC) does not mandate the 

implementation of any one system of surveillance (either AIDS or HIV). This 
decision is made by each state, with funding from the CDC through a Cooperative 
Agreement (for Surveillance and Epidemiology activities). This Cooperative 
agreement is separate and distinct from the Cooperative Agreement under the 
purview of HIV Prevention Community Planning.

• The Council of State and Territorial Epidemiologists (CSTE) establishes a list of 
nationally recommended reportable diseases and conditions. Recently, CSTE 
issued the following as part of a larger position paper on surveillance stating: “States 
should implement confidential HIV infection reporting by name." However, the 
decision to require or not require such reporting is made by each individual state 
based on considerations such as available resources for surveillance, patient care, 
counseling, and the degree to which state laws protect confidentiality.

• All states require AIDS case reporting by name. Currently, 28 states require 
confidential HIV name reporting by name for both adult/adolescent cases and 
pediatric cases. By January 1998, New Mexico will implement HIV name reporting 
systems. Florida implemented HIV named reporting on July 1, 1997 after having 
suspended their process due to the breach in confidentiality in St. Petersburg. 
Texas and Maryland, have a unique identifier systems in place for HIV case 
reporting, although Texas is soon replacing this system with HIV name reporting.

• The CDC has established cooperative agreements with the 65 jurisdictions (the 50 
states, the U.S, territories, Puerto Rico, the District of Columbia, and the six 
Cooperative Agreement Cities - New York City, Los Angeles, San Francisco, 
Philadelphia, Houston and Chicago) which, through a Supplemental Guidance 
issued in January 1994, are responsible for the implementation of HIV Prevention 
Community Planning.

• In the HIV Prevention Cooperative Agreement with States and Local Health 
Departments (under the purview of HIV Prevention Community Planning groups), the 
CDC strongly encourages anonymous HIV antibody testing services. In addition to 
community planning, CDC provides funds for health departments to fund certain 
elements of a comprehensive HIV prevention program including Counseling, Testing, 
Referral and Partner Notification programs (CTRPN), Health Education/Risk 
Reduction programs (HE/RR) and Public Information.

• The CDC can not currently require specific types of services/programs within these 
broad components of the HIV Prevention Cooperative Agreement to the jurisdictions 
(unless through Congressional directive, i.e. report language or law).

'A coalition o( over 175 organiiationi reiocnding to AIDS uiitti reiolot and action."



Challenges:
Recent and compelling data surrounding triple combination therapy has moved states, localities, the feoeral 
government to rethink the national standard for sound, timely and relevant surveillance data througnout the 
continuum of HIV disease. Since new treatments are delaving progression to AIDS (and therefore clinical 
diagnosis and case reporting processes). This means that AIDS case surveillance systems begin to represent 
smaller and smaller representative samples of the HIV epidemic in the United States.

In their February 1997 MMWR (Morbidity and Mortality Weekly Report) and then again in July 1997 the CDC 
reponed a decline in AIDS deaths (although not equally distributed across all populations across the US) 
These reports have reinforced the discussion as to the manner in which and the extent to wnicn we are 
gathering more relevant data on the front end of the epidemic (as opposed to the latter end of the epidemic 
namely when jurisdictions employ AIDS case surveillance).

The May 1997 CDC consultation meeting in Atlanta on the “Future of Surveillance” raised many questions 
While consensus appeared to emerge regarding the need to more effectively monitor the "front-end" of the 
epidemic, many concerns and even some opposition remained regarding CDC's apparent position 
encouraging a national HIV surveillance system with named reporting implemented in every jurisdiction

This concern is exacerbated by the Coburn HIV Prevention Act of 1997 which would mandate a national 
system of HIV named reporting including the portability of names from one state to another and an explicit 
coupling of partner notification with name-based surveillance. This bill also mandates the creation of a federal 
name-based registry of all Americans with HIV/AIDS.

The environment created by the introduction of this hostile legislation poses challenges to those wishing to 
erigage in a constructive discussion of HIV surveillance systems. Furthermore, the Coburn legislation with 
a “one-size-fits-all” approach to public health crises, threatens our nation's ability to evaluate, by disease and 
by jurisdiction, the most effective and appropriate surveillance and prevention systems.

Prior to CSTE’s new policy on HIV surveillance (June 1997), their position was more flexible, recommending 
that each state public health agency consider instituting required reporting of HIV infection Now 
encouragement language is more directive. That the CDC will disseminate CSTE's list and policy 
recommendations, there could be repercussions in jurisdictions not currently engaged in HIV case reporting.

Community members are by no means united in their opinion as to how HIV/AIDS surveillance should occur 
There is no current consensus on shifting the paradigm from AIDS case reporting toward HIV reporting 
However, it is accurate to state that there is a great deal of fear and apprehension on the part of many 
advocates and many communities. Institutionalized racism, sexism and homophobia inform community fears 
about breaches in confidentiality, violence and punitive legal/legislative actions that could result from HIV 
named reporting.

Currently, AIDS case counts are the basis for resource allocation for significant portions of Titles I and II of 
the Ryan White CARE Act. While no official formula is used in HIV Prevention Cooperative Agreements for 
HIV Prevention Community Planning, AIDS case counts are the basis for base funding levels in all 65 
jurisdictions. It is important to note that STATUTORY changes would have to be enacted to change the kind 
of data used as the basis for resource allocation for the CARE Act from AIDS cases to HIV cases A national 
HIV surveillance system will not, in and of itself change resource allocation.

Lastly, there is still a lack of comprehensive federal legislation that protects the privacy and confidentiality of 
an individual's individually identifiable health information as well as that which protects individuals from 
discrimination based on real or perceived health and/or genetic status. Two separate Federal District Courts 
have rendered contradictory rulings on the application of the Americans with Disabilities Act (ADA) and an 
Appellate Court in New York came to the same conclusion as the U.S. 1st Circuit that HIV disease absent 
symptoms, was not considered a disability and therefore was beyond the scope of ADA.

Recently, in response to the Kassebaum/Kennedy Health Insurance Portability and Accountability Act (PL. 
104-191), the US Department of Health and Human Services has begun considering processes to address 
provisions in this law that specifically address privacy and confidentiality. However, preliminary comments 
from the Clinton Administration have been troubling and incomplete. In other words neither ADA nor HIPAA 
have adequate protections in place to protect an individual’s privacy of his/her medical records (and therefore 
name and antibody status) outside of the enforceable provisions of the ADA.

Document prepared bv: NORA HIV Prevention Work Groun



AIDS ACTION RESOLUTION IN SUPPORT OF fflV REPORTING BY UNIQUE 
IDENTIFIER AND OTHER NON NAME-BASED SURVEILLANCE SYSTEMS

WHEREAS, AIDS surveillance and AIDS case reporting do not provide an accurate view of the extent of the 
epidemic nor give a timely and complete indication of trends in the epidemic; and

WHEREAS, generating data which is more representative of the scope of the epidemic can help us better 
allocate limited resources, target and evaluate prevention efforts, educate the public about the epidemic, and 
project where the epidemic is going; and

WHEREAS, HIV names reporting may discourage individuals from seeking HIV testing and treatment and 
the implementation of HIV names reporting is not currently accompanied by guaranteed access to care and 
treatment; and

WHEREAS, no strong federal privacy law governing health information currently exists and state privacy 
protections are inadequate; and

WHEREAS, recent court decisions suggest limited or no discrimination protections for asvmptomatic HIV 
positive individuals under the Americans with Disabilities Act (ADA); and

WHEREAS, the negative aspects of name reporting, in the absence of guaranteed access to health care and 
strong privacy protections, outweigh the potential benefits of this approach; and

WHEREAS, non name-based surveillance systems, such as unique identifier reporting and population based 
sampling, will support the public health goals of providing data which can help us allocate limited resources, 
targeting and evaluating prevention efforts, educating the public about the epidemic and projecting where the 
epidemic is going, while protecting confidentiality and not discouraging people from seeking HIV testing.

BE IT RESOLVED:

That AIDS Action supports the development of non name-based HIV surveillance systems, including 
unique identifiers, to achieve the public health goals of HIV surveillance.

That AIDS Action opposes name based HIV surveillance.

That AIDS Action calls on the federal government to provide the resources necessary to support the efforts of 
states to create and improve unique identifier reporting systems and other non name-based surveillance 
systems without reducing the funding available for prevention programs.

That AIDS Action calls on the federal government to require states which have adopted or may adopt a names 
reporting system to provide and/or continue a publicly-funded anonymous testing option to ensure that 
individuals are not deterred from seeking HIV testing.

That AIDS Action calls on the Clinton Administration and the United States Congress to move forward 
expeditiously to enact and implement a strong federal confidentiality law which serves as a minimum standard 
for protecting the privacy of all health-related information.

That AIDS Action calls on the federal government to initiate efforts to guarantee access to care and treatment 
for all HIV positive individuals.

Adopted by the Board of Directors of the AIDS Action Council, October 18, 1997
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EXECUTIVE SUMMARY OF THE 
HTV SURVEILLANCE AND REPORTING POUCY STATEMENT 

OF THE SAN FRANCISCO AIDS FOUNDATION

Changes in the epidemic have led many public health officials to express increasing concern that 
existing AIDS surveillance efforts are becoming outdated. This has often resulted in the call for 
some type of HTV reporting system.

The San Francisco AIDS Foundation acknowledges there is a need for improved HIV data, if this 
information is used appropriately to better plan for future service needs, target and evaluate 
prevention efforts, and inform resource allocation decisions. However,, we strongly disagree 
that HIV names reporting is necessary to accomplish these goals, and we do not believe that 
the benefits of names reporting ootweigh the potential negative repercussions 
with this type of snrveillance system (such as the possibility that some individuals would be 
deterred f^m seeking HIV testing and/or treatment under such a system).

Any system that is developed should meet the goals of HTV surveillance and the criteria by 
which HIV surveillance systems should be evaluated that are outlined below. Non-names based 
surveillance systems that may be able to meet these goals and criteria, such as reporting systems 
that utilize unique identifiers, must be more aggressively examined in an unbias^ fashion as a 
viable alternative to HIV names reporting.

Goals and AoDrooriate Uses of HTV SurvwHan*^

We believe that HTV surveillance should only be designed to help meet the following goals:

• Better determine and understand the demographic and risk profiles of the current epidemic;
• Plan for future health care and social service needs;
• Track new incidence of HIV in order to target prevention efforts;
• Evaluate overall efficacy of prevention efforts;
• Inform rational resource allocation.

Any HTV surveillance system that is developed should include specific meghanigm< to ensure 
that surveillance data is utilized to meet these goals. In addition, although certain activities are 
worthy goals of HIV testing and treatment programs—such as linking individuals to care and 
treatment or identifying additional individuals who have possibly been exposed to HTV—these 
are not appropriate uses of HIV surveillance data. HIV reporting will not make treatment more 
available or accessible and is not needed to conduct effective partner notification.

Criteria That Should ytiliT.#rf to Evaluate HTV Sarvelllance Efforts

The Foundation believes there are reasonable and appropriate criteria that must be met to justify 
the use of any particular HIV surveillance system. Specifically, an HIV surveillance system 
should;
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in a

• Not create a disinccndve to testing iniVorinattxncnu

• Not come at the expense of resources for treatment/serviccs*
• Respect indSvkiual choice with respect to name disclosure.

be pursued if it is determined that such a system also meets these (^tcria.

Uniqne Identifier Reporting Must Be .5 , Viabk AifPfn»fiv>
fflV system uj is considered a potential alternative to names

repor^g IS unique idenufier reporting. Under such a system, an HIV-infected individual would 
not te rep^cd by pame to public health officials, but rather by some form of a unique code that 
could not be tr^ back to the person. Many have argued that the data regarding tlw 
effecuveness of umque identifier systems show that these systems are inadequate and that names 
i^rtmg IS the only viable HIV surveillance system available. The FbundSon disagrees with 
this conclusion. We do not believe that unique identifier reporting systems have beeSecd 
fairly m the national debate regarding HTV surveillance systems. Specifically:

• Unique identifier systems have not been fimded adequately

• ^e s^^ used to judge unique identifier systems has been set unnecessarily high 
^solutely complete and accurate data is not needed to analyze broad trends in the epidemic

. m fact that many states have implemented names-based reporting does not piovide^a
n? TI for^posing unique identifier reporting (in fact, approximately 75% of

mdmduals living with HIV reside in states that do not report HTV cases by name).

In cond^on, the Foundation agrees that improved HIV surveillance data, if used 
appropriately, could baefU people Uving with HIV. However. coUecUon^i this data must 
be done m a manner that minimizes the potential for harm to these same indMdSk ^ 
wiU continue to work to establish a system that meets both of these important joals.

lion
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HRC SUPPORTS BETTER DATA ON HIV

Urges Caution as CDC Considers Expanded HIV Surveillance

WASHINGTON - Recognizing the need for better data on the HIV epidemic in the United States, 
t^be Human Rights Campaign called today on the Centers for Disease Control and Prevention to 
address a number of issues as it proceeds in developing an expanded HIV surveillance system.

“The issue of reporting the names of people with HIV is coming to the forefront, and a number of 
important concerns must be addressed before such a system is adopted,” said Seth Kilbourn, HRC’s 
senior policy advocate for health issues.

Kilbourn outlined the following concerns:

♦

♦

The need for HIV surveillance data must be fully explained and justified.

Confidentiality and privacy concerns are legitimate. Any system of expanded HIV 
surveillance must address these concerns in a real and meaningful way. The use of unique 
identifiers (as opposed to names) must be fully explored as an option.

If names are to be used, the CDC must demonstrate that they are an essential part of the 
surveillance system. Further, the CDC must develop a clearly articulated policy to ensure 
that the privacy and confidentiality of people with HIV are fully protected.

Anonymous testing must be accessible to anyone who seeks it. No one should be deterred 
from getting tested for HIV because of privacy and confidentiality concerns.

Surveillance systems at the local, state and national level must be separated from any partner 
notification and contact tracing systems. Surveillance data are a mechanism to obtain 
accurate information about the state of the HIV epidemic. They must never be used as a 
registry for any other purpose.

HRC News - Page 1



Kilbourn noted that an article in this week’s New England Journal of Medicine recommends that all 
states require HIV case reporting to better monitor the AIDS epidemic. The article, written bv 
Lawrence Gostin of the Georgetown University Law Center, John Ward of the GDC and A. ' 
Cornelius Baker of the National Association of People with AIDS, states that “unless we revise our 
surveillance system, health authorities will not have reliable information about the prevalence, 
incidence and future directions of HIV infection.”

Currently, all people who are diagnosed with AIDS are reported by name to state and local health 
departments. Such reports also include demographic data, risk history and the patient's clinical 
status. State health departments then delete patient identifying information from the report and 
send the information to the GDC for compilation into a national picture of the AIDS epidemic. 
However, as AIDS deaths have declined and people are living longer with asymptomatic HIV 
disease, a national picture based on the end stages of disease progression may be less useful. The 
GDC IS currently in the process of developing policy and recommendations on expanding its 
surveillance system to include HIV infection.

The journal article does not explicitly call for reporting the names of people with HIV to state and 
local health departments. Noting concerns about privacy and discrimination, however, the authors 
call for more work to ensure community acceptance of HIV case reporting. The article questions the 
utility of using unique identifiers which do not include the patient's name because they “do not yet 
provide high-quality, unduplicated HIV data at a reasonable cost.”

The American Civil Liberties Union also released a position paper today on HIV surveillance, 
opposing the use of names reporting to state and local public health authorities. The ACLU asserts 
that name reporting would discourage people from getting an HIV test, that legal protections are 
weak, and access to care is not guaranteed for all people with HIV.

In a perfect world - m which gay people had full civil rights protections - names reporting would 
not be controversial,” Kilbourn said. “But as long as people can lose their jobs, their homes or their 
children merely for being gay, privacy concerns are legitimate.”

Ultimately, which diseases to report and how to report them, are state-level decisions. Twenty-six 
states currently require reporting of HIV by patient name.

“Any effort by the GDC to recommend or require a national system of HIV surveillance must 
include the principles outlined above, in addition to the acceptance of the affected community,”
Ki bourn said. “Without that acceptance, any expansion of the HIV surveillance system will surely 
tail. HRC IS committed to meaningful dialogue with the GDC on this issue and hopes that it will 
adequately address the community's concerns.”

The Human Rights Campaign, the largest national lesbian and gay political organization, 
with members throughout the country, effectively lobbies Congress, provides campaign support, and
educates the public to ensure that lesbian and gay Americans can be open, honest, and safe at home, 
at work, and in the community.

-30-
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Trackin;^ Today's Epidemic, Not Yesterday's
by

Ronald S. Johnson
Managing Director ot Public Policy, Communications, and Community

Relations
Gay Men's Health Crisis

Over th; past week, since the release of GMHC's statement calling for HIV 
monitoi ing in New York State, there has been a great deal of discussion 
about t le issue of reportilig names. By recommending the development 
of a co( ed unique identif^r system, we felt we were clearly expressing our 

opposition to names reporting. If clarification is needed, however, here it 
is: GMHC opposes collecting names. A names-based monitoring system, 
such asthe one used for AIDS cases and deaths, is not appropriate for HIV 
becausasome people will| avoid testing and will miss out on early medical 
care if §ie government gets their name.

HIV de nands a new system. Monitoring HIV is a necessity and we are in 
agreem ;nt with nearly every one of our sister organizations about that.
We at < MHC put ourselyes on the line in opening this discussion and 
we're c< ncerned that the main point of our statement not be lost: we need 
an anor ymous, codei^ system, and we need it now. If a successful system 
using u lique identifiers has yet to be developed in other states, that 
doesn't mean one can't be found that works for us here.'

New Yc -k's current system for tracking the HIV/AIDS epidemic has, over 
the last jightcen months, igiven a fragmented picture of an evolving 
health cisis. Last year Ne^ York reported the first drop in AIDS 
deaths *d cases, but coull say dangerously little about the record 

numbertof people living With HIV and the thousands becoming infected 
each yec r. With this incomplete information, our fight is stymied, and 
all New Yorkers, particularly youth, are endangered.

^MHC las previously opposed plans to report HIV infections, but we are 
'now cor vinced this step is needed to combat the epidemic today and 

into the future. As HIV ravages the poor, women and youth, and with 
new tre; tments that slow progress to AIDS among many of the newly 
infected we must gather data that target prevention and treatment 
where t ey are most needed. To accomplish this we need a new 
monitor ng system that assures privacy and answers compelling 
questioi s: Who is becomjing infected and how? What prevention efforts 
work ar d why? What ard the characteristics of people being treated on 
new the -apies?
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New York's current monitoring system, designed in 1983, tracks the 
epidemic by counting people who become hospitalized with, or die from, 
AlDS-related illnesses. The system misses the shift of HIV care from 
hospitals to outpatient clinics and doctor's offices. It also misses 
the large numbers of people who have learned they are HIV positive, 
entered early treatment, and stayed healthy. This progress has 
rendered obsolete New York's hospital-based system of counting AIDS 

'eases. We have little information to prevent new infections and 
improve and expand health care for HIV infected people today.
Counting only the seriously ill and hospitalized reveals yesterday's
epidemic - infection trends at lea.st ten years old.

i
Th( most serious deficiency of the old system is how it ignores our 
youth and young adults. In the thirty states that already report HIV, 
young people account tor one percent of AIDS cases but twenty percent 
of newly-acquired infections. Young people are now the engine of the 
epi lemic, but how the tears, foibles, and uncertainties of youth 
inc ease their risk rem.iins largely unknown and unexplored. For New 
Yoi c, the implications are clear and chilling.

Many fear monitoring HIV will erode privacy and lead to further 
discrimination if the government collects personal information on 
people who are HIV positive. A coded monitoring system must be 
developed with strong and enforceable privacy protections. The 
current AIDS monitoring system, in fact, has guarded privacy extremely 
'well for nearly two decades. Public health data in New York State are 
among the most highly protected form of medical information. As AIDS 
advocates, we need to locus on the real threat to privacy — the 
unregulated free market for our private medical records among 
insurers, drug companies, industry, and employers.

Our call for a coded monitoring system should not become a vehicle for 
enacting unrelated, punitive or ineffective HIV policies. Some 
propose linking a new monitoring system to hiring thousands of new 
state caseworkers who will track down and notify the sexual partners 
of all HIV infected people. But counseling about disclosure and 
prqtecting sexual partners must be performed by those who already have 
frequent, trusted contact with infected people. With an estimated 
150,000 New Yorkers already infected and infectious, using doctors, 
nurses, social workers, and community-based organizations for this 
task is the only practical solution.

Government should not simply monitor the epidemic however. Public 
'health officials and elected leaders must commit themselves to using 
the data they collect to care for the infected and prevent new 
infections. The government's record here is cause for concern.
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Although the new treatments remain out of reach to thousands, the U.S. 
Department of Health and Human Services recently announced it was "too 
expensive" to provide Medicaid to impoverished people with HIV before 
they become seriously ill. Government-funded prevention efforts also 
have too often been prudish, ineffective, and inadequately informed by 
epidemiological data. Until 1992, federal law prohibited targeted 
prevention for gay men, and federal funding for needle exchange 
programs remains illegal today. Public health officials and elected 
leaders must begin to deal frankly with drug use and sexual behavior.

We can wait no longer. HIV is spreading silently and largely 
undetected, especially among New York's youth. Without a system to 
monitor newly-acquired infections, we learn only about sensational, 
tragic cases like those in Chautauqua County. HIV's daily toll on so 
'many young lives remains hidden. A new monitoring system itself will 
notjstem this tide, but it is a crucial first step in forging new 
strategies for the epidemic's third decade. We must act now, before 
HIV claims another generation.



Minnesota Department of Health
717 Delaware Street Southeast 
P.O. Box 9441
Minneapolis, MN 55440-9441 
(612) 623-5000

April 9, 1998

Eric Goosby, M.D.
Director, Office of HIV/AIDS Policy 
200 Independence Avenue SW 
Room 736-E 
Washington, D.C. 20201

Dear Eric:

I appreciate the opportunity that Gus and I had to meet with you, Deborah and Todd in late 
March. I am writing to share a few thoughts that I had after that meeting. First, the issue of 
protecting patient confidentiality seems to be an ongoing and almost insurmountable barrier to 
implementing named HIV reporting in all states. I recognize that this concern is real and will 
continue to be so despite the best efforts of public health agencies to protect data privacy. 
Conversely, as a practicing epidemiologist who has worked with disease reporting issues for 15 
years, I remain extremely concerned that unique identifier systems will create more problems 
than they will solve and will not provide the kind of quality data that we need to effectively track 
the HIV epidemic as part of our overarching prevention strategy.

How can these two perspectives come together? In thinking about this issue after our meeting, it 
seems to me that the best alternative is to set up systems where providers and laboratories report 
cases of HIV infection by name (similar to what is done with AIDS case reporting now) with a 
process that either encrypts the name one way (meaning that it cannot be accessed once entered, 
but duplicates can be detected) or name digestion after a certain period of time (where the name 
could no longer be retrieved after a specified time inten^al). I have heard Mead Morgan from 
CDC discuss these issues and such systems appear to be feasible at a reasonable cost. It seems to 
me that this approach would eliminate CSTE’s concerns regarding placing added responsibility 
on providers to generate unique identifiers and keep track of patients in their practices and would 
also satisfy concerns about inappropriate uses of data since names would not be retrievable after 
a relatively short period of time. This type of system would also eliminate problems with 
duplication and would provide a relatively accurate way to track the epidemic at an acceptable 
cost. The major drawback to such an approach would be that public health officials would not 
have the opportunity to contact patients directly if new breakthroughs in treatment occur in the 
future; this would be a trade off in developing such systems.

I would like to hear your thoughts on this approach and whether you think it may offer an 
alternative to name based or unique identifier systems. In closing, 1 would like to thank you.

TDD: (612) 623-5522 (Twin Cities) 1-800-627-3529 (Greater Minnesota)
An Equal Opportunity Employer
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Deborah and Todd for candidly sharing your ongoing concerns with us and I hope that we can 
work together to move this issue forward on a national level.

Sincerely,

Kris'tine A. Moore, M.D., M.P.H. 
Assistant State Epidemiologist 

and Medical Director 
Acute Disease Epidemiology Section

KAM:dd

cc: Deborah Von Zinkemagel, Office of HIV/AIDS Policy
Todd Summers, Office of National AIDS Policy 
John Ward, M.D., CDC 
Gus Birkhead, M.D., CSTE 
Willis Forrester, CSTE 
John Hybarger, CSTE



1997 CSTE ANNUAL MEETING 

CSTE POSITION STATEMENT U ID-19 

COMMITTEE: Infectious Disease

S=~~=s~s=k~-
repeal prescription requirements for purchase of syringes and needles; 

remove syringes and needles from drug paraphernalia laws; 

remove pharmacy restrictions on sale of syringes and needles; and

” !i.dted°r“‘ for safe disposal of used

BACKGROUND AND JUSTIFICATION:

infections allows transmission of HIV and othef blood-bor

2)

5me

3) The American Medical Association’s A Physician Guide to HIV Prevention and the



4) After a Connecticut partial repeal of prescription requirement and criminal penalties for 
syringe and needle possession in 1992, IDUs in that state shifted purchases of syringes 
and needles to pharmacies, decreased syringe and needle sharing, and most pharmacists 
reported selling syringes and needles without prescriptions.

COORDINATION WITH OTHER ORGANIZATIONS:

Agency for Response; 

Agency for Information: 

CONTACT:

Association of State and Territorial Health Officials (ASTHO)

Centers for Disease Control and Prevention (CDC)

Kristine L. MacDonald, M.D., M.P.H.
Assistant State Epidemiologist 
Minnesota Department of Health 
717 Delaware Street, S.E.
P.O. Box 9441
Minneapolis, MN 55440-9441 
(612) 623-5414 (tel) 
krism@mdh-dpc.health.state.mn.us



1997 CSTE ANNUAL MEETING 

CSTE POSITION STATEMENT#ID-4 

COMMITTEE: Infectious Disease

TITLE: National HIV Surveillance: Addition to the National Public Health Surveillance System

ISSUE: Surveillance for all persons with HIV is needed to address the increasing limitations of 
AIDS surveillance. HIV surveillance will be unaffected by delays in disease progression and 
provides information on the leading edge of the epidemic. Estimates of the total number of 
known persons living with HIV are central for determining medical care and social service needs. 
In addition, the HIV prevention community planning process has identified additional data needs 
for effective prevention planning at state and local levels. There is an increasing role for HIV 
surveillance data to evaluate the impact and outcomes of prevention programs. As treatment 
extends the lives of HIV-infected persons, effective HIV prevention strategies are crucial to 
controlling the HIV epidemic. HIV surveillance data are needed to guide and evaluate these 
efforts.

POSITION TO BE ADOPTED:

CSTE recommends:

All states and territories should implement confidential HIV infection reporting by name 
from health care providers and laboratories based on methods that provide accurate and 
representative data for all persons confidentially diagnosed with HIV infection.

Unique identifiers other than a name not be used for HIV surveillance activities as 
evaluations of such systems have not shown a level of completeness comparable to name- 
based systems. In addition, follow-up to determine disease progression and voluntary 
patient referrals to prevention and treatment services are more difficult in the absence of 
patient identifiers.

States and territories not view confidential HIV infection reponing and continuation of 
anonymous HIV testing as incompatible. In states and territories where public health 
officials and community planning groups deem anonymous HIV testing to be an effective 
adjunct in the response to the epidemic, the continuation of anonymous testing is 
appropriate. Steps should be taken to assure that persons testing positive in an 
anonymous setting be referred for medical care and other supportive services.

All states and territories encourage the use of HIV surveillance data at the local/state level 
in the community planning process to identify local needs and resources and to assist the 
referral of those in need of medical care, prevention or social services.
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7.

CDC should identify the core data elements needed to monitor newly diagnosed 
(prevalent) HIV infection, late stage disease (,AJDS), and HIV-related deaths. 
Surveillance methodology should also include the ability to identify recently infected 
persons, i.e., persons with primary/acute HIV infection, recent seroconverters or high 
CD4+ cells, (See Attachment 1, Section I)

CDC should provide increased funds and technical assistance to ensure the quality and 
efficiency of HIV surveillance systems and to facilitate the transition from tracking severe 
HIV disease (AIDS) to monitoring HIV infection (including AIDS).

States and territories should continue to ensure the security and confidentiality of AIDS 
and HIV surveillance data with ongoing technical support from CDC.

BACKGROUND AND JUSTIFICATION:

All U S. states and territories currently require confidential reporting of AIDS cases to the local 
or state health department. Since 1981 more than 580,000 cases have been reported in the U S. 
AIDS case reporting has formed the cornerstone of our efforts to monitor the HIV epidemic at 
the national, state, and local levels. HIV prevention efforts are based to a large degree on 
demographic and HIV risk behavior information collected through AIDS surveillance. Aside 
from HIV-related mortality data available through vital statistics, AIDS surveillance represents 
the only nationwide population-based source of data on the HIV epidemic in the U.S.

The use of AIDS surveillance data to monitor the HIV epidemic has important limitations. AIDS 
represents the most advanced stage of HIV disease which in the absence of effective 
antiretroviral treatment develops on average more than 10 years after initial HIV infection. Thus, 
AIDS surveillance is not a sensitive method of detecting emerging epidemic trends and provides ' 
an imprecise estimate of the overall burden of the HIV epidemic. Furthermore, recent advances 
in HIV therapy will increasingly limit the utility of AIDS surveillance data. The recent 
introduction of protease inhibitors and potent combination antiretroviral therapies has resulted in 
dramatic clinical improvement among many persons with HIV infection. Preliminary reports 
suggest that these new treatments greatly slow and may even reverse the progression of HIV 
disease. Dramatic declines in AIDS-related deaths have already been reported throughout the 
U.S. and in many regions of the country declines in newly reported AIDS cases are occurring. 
Early treatment is likely to extend the length and quality of life and may also reduce 
infectiousness and secondary transmission. AIDS surveillance is inadequate for assessing the 
impact of these effective and expensive new therapies on the course of the epidemic.

An important concern expressed by community agencies and some public health departments is 
the possible adverse impact of reporting on the willingness of at-risk persons to seek HIV testing 
services. Given this potential the continued availability of publically funded anonymous testing 
should be considered. Also, the recent introduction of commercially available home collection 
kits for anonymous HIV testing will provide widespread opportunities for anonymous testing in 
rural as well as urban settings.



HIV surveillance need not necessarily be linked to partner notification activities. Support for 
voluntary partner notification activities should be developed in the broader context of 
community planning (or other advisory processes).

Twenty-nine states currently require HIV case surveillance of adults and adolescents and/or 
children who test positive for HIV antibody and report these data to the Centers for Disease 
Control and Prevention (CDC). HIV/AIDS case surveillance is conduced by reporting patient 
and provider names to authorized personnel of stateMocal health departments. Both Florida and 
New Mexico have recently passed rules or legislation to initiate HIV surveillance and have 
targeted implementation dates in late 1997 or early 1998

In some states that have considered HIV surveillance, community concerns about confidentiality 
of these data have led to consideration of reporting with non-name identifiers. In two states 
(Texas and Maryland) HIV surveillance is conducted using numeric codes instead of patient 
names. Both states have encountered substantial barriers in implementing these systems. 
Inaccurate and incomplete coding of unique identifiers has led to an inability to accurately link to 
existing databases limiting the utility of this approach as an effective surveillance method.

In 1989, 1991, 1993, 1995, CSTE adopted resolutions encouraging states to consider 
implementation of HIV case surveillance.

GOALS FOR SURVEILLANCE:

Local/State/National goals:

a. Obtain a minimum estimate of the number of HIV infected persons

HIV case surveillance is useful because it provides a minimum number of persons known to be 
HIV-infected in a given area. This will provide for, planning purposes, the best local estimate of 
the number of persons for whom services may be required. This minimum estimate would 
provide a more appropriate means for distribution of federal, state and local funds for services.

b. Monitor more recent epidemic infection trends

HIV case surveillance provides data regarding persons who acquired HIV more recently than 
those reported with AIDS. Among cases reported from 1994 through 1996 in states with HTV 
reporting, a higher proportion of persons with HIV compared to AIDS were women (29%; 19%), 
African American (56%: 46%) and between 13 -24 years of age (17%: 5%). In addition, an 
estimated 3,000 to 4,000 persons reported annually in HIV surveillance states have evidence of 
recent infection, based on CD4 count >700 cells/1, documented seroconversion within 18 months 
of their HIV diagnosis, or young age (under 24 years). These cases represent over one quarter of 
recently infected persons in these states. These data may be useful for developing timely targeted 
prevention interventions to reduce HIV transmission, evaluate HIV counseling and testing 
programs, and evaluate access to and use of HIV treatment services.



c. Evaluate prevention interventions

HIV surveillance may also be used to target and evaluate specific HIV prevention interventions 
such as the recommended procedures to reduce the risk of perinatal HIV transmission. For 
example, a recent CDC analysis found that by September 1995, states with HIV surveillance 
were able to identify 49% of children who were bom to infected mothers in 1993 compared to 
only 5% of children in states with AIDS reporting alone. These states can most effectively 
evaluate Public Health Service recommendations for reducing perinatal transmission and 
counseling and voluntary testing of pregnant women, and monitor changes in rates of perinatal 
transmission in the most timely way.

d. Epidemiologic profiles for community planning

States conducting HIV surveillance have presented HIV data together with AIDS surveillance 
data in their epidemiologic profiles for community planning. Community planning groups in 
areas without HIV reporting have expressed interest in data reflecting more recent transmission 
patterns. States with HIV surveillance have used male to female ratios in HIV data, which may 
reflect more current transmission patterns than AIDS data, for calculations of prevalence based 
on the Survey of Childbearing Women. However, with discontinuation of the Survey of 
Childbearing Women, HIV surveillance data may become more widely used for estimating 
prevalence in these states.

e. Referrals to care and services

HIV case surveillance may also be used to provide a basis for offering voluntary referrals to 
appropriate prevention and treatment programs for HIV-infected persons. In more recent years, 
some states such as South Carolina, Missouri, Minnesota, and New Jersey are also offering 
medical and social service referrals.for persons reported with HIV infection.

f Improve efficiency and completeness of reporting

HIV reporting has the added potential benefit of enhancing the efficiency, and thereby reducing 
the cost, of the current AIDS surveillance program by allowing for a more laboratory-based 
system of case finding and reporting. A laboratory-based system of reporting of HIV-positive 
test results and CD4+ T-lymphocyte counts <200 cells/uL would allow fuller and more timely 
characterization of the epidemic in the U.S.



METHOD FOR SLUVEHLANCE:

Surveillance for HIV would be incorporated into existing AIDS surveillance activities by state 
and local health departments and would be enhanced through laboratory-based case finding and 
reporting. Reporting by hospital-based infection control practitioners and health care providers 
would be required.

HIV surveillance should be simple and include a core set of data elements essential for disease 
monitoring and should be sufficiently similar to AIDS surveillance to provide an integrated flow 
of information. Data should be available to estimate the number of new HIV diagnoses, HIV and 
AIDS prevalence and HIV related deaths. Surveillance methods should include laboratory-based 
case finding and reporting to enhance efficiency and completeness of reporting. Surveillance 
systems should be flexible enough to keep up with changes in clinical practice and new 
diagnostic methodologies. The reporting of HIV by hospital-based infection control 
practitioners, clinicians, health maintenance organizations and other public and private providers 
of HIV care should be encouraged. HIV surveillance should use the traditional public health 
practice of including the name with the collected information to assist efforts to eliminate 
duplicate reports, conduct follow-up epidemiologic investigations and provide voluntary referrals 
to link clients to services as deemed appropriate.

In addition to core data collection, supplemental surveillance studies should be preformed to 
address more complex issues such as access to medical care, drug assistance programs, drug 
resistance, and effectiveness of prevention and treatment interventions. The impact of treatment 
on risk behaviors and potential infectiousness also need to be determined. These data may be 
collected through approaches such as representative sampling, sentinel surveillance or projects 
that target special populations or geographic areas (See Attachment 1, Section 2).

Accordingly, security and confidentiality are of paramount concern for HIV surveillance systems. 
All programs should periodically review security and confidentiality protections in place and take 
steps to improve these protections.

CASE DEFINITION:

Human Immunodeficiency Virus (HIV) Infection

Laboratory Criteria for Diagnosis:

Repeatedly positive test for antibody to HIV confirmed by western blot or IFA or specimens that 
are positive by PCR, viral load testing or viral isolation by culture or other FDA-approved HIV 
diagnostic or confirmatory tests.

Clinical Criteria for Diagnn«;is’

1993 CDC Revised AIDS case definition



PERIOD FOR SURVEILLANCE: Permanent

COORDINATION WITH OTHER ORGANIZATIONS:

Agencies for Response:

Agency for Information:

CONTACT:

National Alliance of State and Territorial AIDS Directors 
(NASTAD)
Centers for Disease Control and Prevention (CDC)
Health Research and Services Administration (HRSA)

Association of State and Territorial Health Officials 
(ASTHO)

Kristine MacDonald, M.D., M.P.H.
Acute Disease Epidemiology 
Minnesota Department of Health 
717 Delaware Street, S.E.
Minneapolis, MN 55440 
(612) 623-5415 (tel) 
krism(@mdh-dpc. health, state, mn. us



FRAMEWORK FOR NATIONAL HIV SURVEILLANCE
I. CORE HIV SURVEILLANCE

Core Elements 
(for all cases)

Patient/Provider identifying 
information

Demographic information 
Age 
Gender 
Race/ethnicity 
Coimtry of origin 

HIV tests at diagnosis 
Recent or remote infection 

(as determined by CD4 count) 
Risk factors

Defined by CD4 count 
(or AIDS diagnosis)

NEW
HIV INFECTION

DIAGNOSIS OF 
HIV INFECTION

Cause of death 
Related to HIV?

LATE STAGE DISEASE

t
DEATH

Seroincidence studies 
Behavioral surveillance"^

Prevention Intervention 
Activities, including 
providing educational 
information and infor­
mation on access to care 
and resources*

*Not part of core sur\'eillance, but aspects of an integrated system for monitoring the HIV epidemic and providing prevention 
services, along with special studies or sampling of issues identified below.

II. SUPPLEMENTAL HIV SURVEILLANCE (RANDOM SAMPLING OR SELECTED 
POPULATIONS/GEOGRAPHIC AREAS)

Clinical/Treatment Issues:
Development of opportunistic infections/cancers 
Viral load data 
Treatment response
Development of resistance to antiviral agents 
Impact on survival

Access Issues:
Infection prophvlaxis 
Treatment access 
Insurance/reimbursement 
Access to other services

Social Issues:
Impact of treatment on behavior 
Impact of prevention intervention activities 
Other issues
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Record Type: Record

To: Paul Kawata <pkawata @ nmac.org>

Subject: NMAC HIV Surveillance and Names Reporting Position Statement

HIV SURVEILLANCE AND NAME 
REPORTING POSITION STATEMENT

CDC Proposes a National HIV Surveillance System 
Recent advances in the treatment of HIV have led to a delay in progression 
from HIV infection to AIDS, to declines in opportunistic infections (Ols), 
and declines in AIDS mortality and AIDS incidence. The number of persons 
living with HIV infection (prevalence) has increased. AIDS case surveillance 
has been used to track and monitor the epidemic since the early 1980s.
This system Is based on reporting diagnosed AIDS cases and therefore does 
not include the cases of persons living with HIV infection have not 
progressed to AIDS.

Currently all fifty states and the territories report diagnosed cases of 
AIDS to the Centers for Disease Control and Prevention (CDC). As of January 
1998, thirty one (31) states have implemented name-based HIV surveillance. 
The advances in HIV treatment, and the changes in the nature of the 
epidemic, have prompted federal and state public health officials to examine 
the usefulness of the current national system of AIDS surveillance. CDC 
officials are now calling for an expansion of the current AIDS surveillance 
system to include HIV case surveillance. HIV case surveillance can provide 
public health officials with more reliable information about HIV prevalence 
and the number of new HIV infections diagnosed each year. HIV case 
surveillance can also provide information on recent or emerging trends in 
HIV infections and behaviors that increase risk for HIV transmission.
Finally, HIV surveillance can provide information on the impact of the 
epidemic on specific sub-populations.

On May 21-22, 1997, the CDC and the Council of State and Territorial 
Epidemiologists (CSTE) convened a consultation in Atlanta, Georgia on the 
^Future of HIV/ AIDS Surveillance^ The meeting which was designed to 
discuss the objectives and methods of conducting HIV/ AIDS case surveillance 
included representatives of national AIDS organizations, community groups 
and public health officials including , state and territorial, health 
officials, AIDS directors and epidemiologists. Since then, a national 
debate has ensued regarding the establishment of a national HIV case 
surveillance system. One of the major issues of contention in this debate 
is whether or not HIV surveillance should be conducted using names or unique 
identifiers (non-name, coded identifiers).

In the January 9, 1998 edition of the Morbidity and Mortality Weekly Report 
(MMWR), CDC published an evaluation of HIV case surveillance through the 
use of unique identifiers (Uls) in Maryland and Texas, from 1994 to 1996.
CDC highlights many problems with the use of Uls including a high number of



reports with incomplete codes, low rates of completeness in reporting, 
difficulty in conducting follow-up on specific cases and the absence of 
behavioral risk data in the system. CDC concluded that the use of unique 
identifiers limits the performance of an HIV surveillance system and 
complicates efforts to collect risk behavior information.

Currently CDC is developing a ^best practices=^ guidance and technical 
assistance to be provided to state health departments within the next two 
months regarding the security and quality of HIV/AIDS surveillance. The 
upcoming guidance will be released within the next 30 days in a special MMWR 
Recommendations and Reports for public comment. The CDC hopes to publish the 
final guidance by the summer of 1998.

Throughout the consultations CDC officials have indicated their preference 
for an HIV surveillance system based on name reporting and have underscored 
the problems with data generated through the use of unique identifiers. In 
a meeting in Atlanta on February 16, 1998, CDC officials indicated they 
would recommend a national system of HIV surveillance based on name 
reporting in the MMWR Report and Recommendations.

NMAC Opposes HIV Name Reporting
The National Minority AIDS Council (NMAC), recognizes the critical need to 
develop a national HIV surveillance system to improve the monitoring of 
recent trends and patterns in the HIV epidemic, provide essential data to 
plan, target and evaluate HIV prevention services and to guide 
decision-making regarding the allocation of funding. However, NMAC does not 
believe that HIV name reporting is necessary to accomplish these goals and 
may in fact result in adverse public health consequences.

NMAC is firmly opposed to HIV name reporting because it poses significant 
social risks, particularly for people of color- including women , 
immigrants, gay men and substance abusers. Name reporting may serve to 
hinder rather than promote important public health goals by deterring 
individuals from seeking HIV testing in the first place, and for those who 
test positive, delaying early entry into treatment.

Background
As a result of breakthroughs in scientific knowledge of viral load and 
advances in HIV clinical care with triple combination therapy (including 
protease inhibitors), the National Institutes of Health (NIH) issued 
clinical guidelines' emphasizing early and aggressive treatment of HIV 
infection. These developments highlight the importance of early HIV 
testing, so that individuals can learn their sero-status, and if HIV 
positive, benefit from the new drug therapies by entering treatment as early 
as possible.

In 1997, for the first time in the history of the epidemic, CDC reported a 
decline in annual AIDS deaths (23% from 1995-1996), and in the number of new 
AIDS cases (6% from 1995-1996). CDC attributed the declines in AIDS 
mortality and incidence to the advances in HIV clinical care with triple 
combination therapies and the progress made in treating opportunistic 
infections (Ols). The number of people living with AIDS (AIDS prevalence) 
also increased by 11% between 1995 and 1996.

There are over 235,000 persons living with AIDS in the United States and the 
CDC estimates that there are between 650,000 and 900,000 persons living with 
HIV in this country. The nature of the HIV epidemic is dynamic and 
evolving. There have been significant increases in HIV infections among 
women, people of color, including gay men, injection drug users and youth.
There have also been significant increases in the number of persons infected



through heterosexual contact. Regionally the epidemic is evolving and has 
expanded significantly in the South, as well as, in rural areas.

AIDS surveillance has been the primary vehicle to monitor the epidemic in 
the United States. However, with the increase in the number of people 
living with HIV, AIDS case reporting alone is becoming less representative 
of recent trends and is therefore less useful in monitoring and tracking the 
front end of the epidemic. CDC, is therefore recommending the implementation 
of a national HIV surveillance system and will more than likely recommend 
that such a system be based on name reporting.

AIDS Surveillance in the United States
The CDC is responsible for a national AIDS surveillance system which 
requires the reporting of diagnosed AIDS cases by name to local and state 
health officials. Since 1981 all states, the District of Columbia, Puerto 
Rico, and other territories have conducted name based AIDS case reporting. 
Identifying information is removed at the local level and health officials 

provide the CDC with coded AIDS case reports.

The CDC uses this data to develop a national profile of the AIDS epidemic.
The data is also used to conduct comprehensive epidemiological studies and 
develop reports on AIDS trends based on different demographic indicators 
such as race/ethnicity, gender, age, area of residence and mode of 
exposure.

The current national AIDS case surveillance system gives us a picture of the 
late stages of the epidemic, but it can not provide us with an accurate 
snapshot of where the front end of the epidemic is today. People living 
with HIV who do not yet meet the CDC criteria for an AIDS diagnosis are not 
counted in this surveillance system.

HIV Surveillance in the United States
As of January 31, 1998, thirty one (31) states have implemented name based 
HIV surveillance as an extension of their existing name based AIDS 
surveillance systems. Twenty eight (28) states have confidential, 
name-based HIV infection reporting for adults. These include: Alabama, 
Arizona, Arkansas, Colorado, Florida, Idaho, Indiana, Louisiana, Michigan, 
Minnesota, Mississippi, Missouri, Nebraska, Nevada, New Jersey, New Mexico, 
North Carolina, North Dakota, Ohio, Oklahoma, South Carolina, South Dakota, 
Tennessee, Utah, Virginia, West Virginia, Wisconsin, and Wyoming. Three 
states, Connecticut, Texas, and Oregon have confidential name-based 
reporting HIV infection reporting for pediatric cases only. Two states- 
Texas and Maryland - use non- name based (unique identifier) HIV case 
surveillance for non-pediatric cases.

Of the ten (10) states with the highest rates of AIDS, only New Jersey,
Florida and Louisiana have name based HIV surveillance. New York and 
California, which together account for 35% of the cumulative AIDS cases 
reported in the country, do not have HIV name based case reporting. 
Massachusetts has recently decided to implement a non-named HIV reporting 
system. Other high incidence states/territories like Pennsylvania, and 
Puerto Rico do not have HIV case reporting.

Availability of Anonymous HIV Testing
The availability of accessible anonymous HIV testing options, for persons 
who want to know their sero-status but do not want to disclose their names, 
is a critical component of any HIV surveillance system. Data recently 
released from a CDC sponsored study (the Multi-State Evaluation of Anonymous 
HIV Testing and Access to Medical Care), indicate that anonymous HIV testing 
contributes to enhancing early access to HIV testing and medical care.



Persons testing in anonymous testing sites presented for testing and medical 
care earlier in their HIV disease course than did confidential testers.
Furthermore anonymous testers, experienced an average of 387 more days in 
HIV related medical care prior to an AIDS diagnosis than confidential 
testers.

According to the CDC, as of May 1997, forty (40) states, the District of 
Columbia and Puerto Rico provided anonymous HIV testing options. Twenty one 
(21)) out of the thirty one (31) states reporting cases of HIV by name 
provide anonymous HIV testing as an option. Ten (10) states which have HIV 
name reporting do not provide anonymous testing as an option. These 
include: Alabama, Idaho, Mississippi, Nevada, North Carolina, North Dakota, 
South Carolina, South Dakota, Tennessee and Wyoming.

As the CDC moves to implement a national system of HIV surveillance, it 
must ensure that accessible anonymous HIV testing options are available in 
every state, the District of Columbia, Puerto Rico and the territories.

People of Color and HIV/AIDS
Racial and ethnic minority populations have been disproportionately affected 
by HIV and AIDS since the early days of the epidemic in the United States. 
Through June 1997, the CDC had received reports of 612,078 cases of AIDS 
among persons in the United States, including 216,980 cases among African 
Americans, 109,252 among Hispanics, 4,370 among Asians/Pacific Islanders, 
and 1,677 among American Indians/Alaskan Natives. Through June 1997, 54% of 
reported AIDS cases were among people of color. African Americans and 
Hispanics together make up 53% of the cases although these two population 
groups represent an estimated 13% and 10%, respectively, of the total U.S. 
population.

People of color make up the majority of people with AIDS in the United 
States, yet these populations are not benefiting from the advances in HIV 
therapies at the same rates as their white counterparts. While AIDS deaths 
declined among men and women; among all ethnic/racial groups; and in all 
risk/exposure categories, the declines were highest among Whites (-32%) as 
compared to African Americans (-13%) and Hispanics (-20%). Furthermore, 
males (-25%) experienced a greater decline in AIDS related mortality than 
did females (-10%), and men having sex with men (MSMs -30%) experienced 
greater declines than did male injection drug users (IDUs -17%), MSM/IDU 
(-25%) or heterosexual males (-8%).

The largest proportionate decreases in AIDS related opportunistic infections 
(Ols) occurred among non
Hispanic White MSMs (-15%), and non-Hispanic White (-17%) and African 
American (-13%) MSMs/IDUs. AIDS-01 incidence leveled among non-Hispanic 
blacks (0%). AIDS Ols increased among women (2%). The largest 
proportionate increases in AIDS Ols incidence occurred among heterosexual 
non-Hispanic African American men (19%), heterosexual Hispanic men (13%), 
heterosexual non-Hispanic African American women (12) and Hispanic 
heterosexual women (15%).

Despite the promise of the new drug therapies, significant disparities 
persist in AIDS morbidity and mortality by gender, race/ethnicity, and mode 
of exposure to HIV infection. Any national surveillance system must collect 
data on these populations in order to assess the patterns and trends in the 
epidemic and the long term impact of HIV prevention and HIV care services on 
these groups,

HIV Testing in the United States
About a third (32%) of American adults have been tested for HIV. The



majority are tested in HMOs or physicians offices (28%), hospitals (33%) and 
emergency rooms (4%). About one fifth (22%) are tested in publiciy funded 
HIV testing sites: HIV counseling and testing sites (13%), STD clinics (6%), 
Correctional facilities (2%), and drug treatment clinics (1%). There is 
also a national network of alternative test sites where anonymous HIV 
testing is available.

The number of HIV tests conducted in publicly funded sites have increased 
from 79,000 in 1985 to more than two million in 1994. Close to fifty five 
(55%) percent of the tests performed were among women and forty five 
percent (45%) among men. About half of the tests performed were among White 
persons (48.9%), while African American (32.4%), Hispanic (14.6%), Asian 
Pacific Islander (1.6%), and Native Americans (0.6%) together accounted for 
49% of the remainder of the tests performed. Of the total tests performed, 
42,562 were HIV positive. More than two third of all HIV positive tests were 
among people of color-African American (47.5%), Hispanic (20.5%), Asian 
Pacific Islander (0.6%), and Native Americans (0.4%). Close to three 
quarters of the HIV positive tests were among men (72%) and twenty eight 
percent were among women (28%).

While heterosexual injection drug users (IDUs) accounted for 5.7% of the 
tests performed they accounted for 17.5 % of the HIV positive tests.
Persons with a reported exposure related to male to male sex (MSM) accounted 
for 6.7% of the tests performed but 29.3% of the HIV positive tests.
MSM/IDUs accounted for 0.5% of the HIV tests but 3.9% of the HIV positive 
tests. Together persons with a reported history of IDU or MSM accounted for 
over 50% of the positive tests in 1994. Persons reporting heterosexual 
exposure as their risk of HIV infection accounted for 37.8% of all those 
tested but 28.4% of those testing positive.

About one third (30%) of adults who are tested do so only to find out 
whether they are infected. Other reasons cited for taking an HIV test 
include: hospitalization or surgery (12%); application for insurance (16%); 
military induction (7%); referral by doctor, health department or sexual 
partner (7%); or for immigration-related reasons (4%).

HIV/AIDS Stigma and Discrimination
There are many reasons why people may avoid HIV testing or iearning their 
test results. These included denial of potential risk for HIV infection, 
lack of a regular source of health care, lack of knowledge of testing 
resources, and concerns regarding undesired disclosure of the test results. 
Many people who test positive for HIV, fear disciosure of their status to 
governmental authorities including the Immigration and Naturalization 
Service (INS), and the child welfare system. They may also fear disclosure 
of their status within their own communities because of the risk of 
stigmatization.

The potential for discrimination continues to be a real threat, and may 
deter individuals from seeking HIV testing. Reports of HiV-related 
discrimination include denial of insurance, housing, employment, and other 
private or public benefits. The federal government continues to deny 
HIV-positive individuals entry into the Peace Corps, the State Department, 
the Job Corps or the US military. HIV positive immigrants may also be 
denied entry into the country or permanent resident status.

Fears of social risks such as stigma and discrimination may deter some 
persons from seeking out HIV testing in the first place, and some 
individuals who are tested for HIV antibodies from returning for their 
results. A national survey of more than 13,000 adults explored whether 
those at highest risk were using public programs for HIV counseling and



testing (the National AiDS Behavioral Survey). A high proportion -more than 
60% of those at highest risk- had not yet been tested for HiV antibodies. 
Approximately 37% of those who tested at publicly funded clinics in 1990 did 
not return for their results.

Social stigma associated with HIV/AIDS persists in many affected communities 
and permeates our society as a whole. The CDC's early use of the term ^risk 
groups^ to identify populations most affected by AIDS laid the groundwork 
for AIDS stigma. These so called ^risk groups^ which included gay men. sex 
workers, Haitian immigrants, intravenous drug users, African Americans,
Latinos and primarily women of color, were already marginalized populations 
within American society.

The association of marginalized groups with HIV/AIDS led to fears and 
negative societal attitudes towards the epidemic and made it easy for people 
who did not identify as members of the ^risk groups^ to blame the 
populations most affected for the epidemic. The discriminatory treatment 
suffered by the Haitian community in the early days of the epidemic when CDC 
defined Haitians as a risk group, for example, laid the groundwork for the 
now widespread race-related HIV/AIDS stigma.

Because the sexual and drug use risk behaviors associated with HIV 
transmission were viewed as entirely voluntary, as well as, offensive and 
immoral by the larger society, persons with HIV/AIDS were perceived to have 
gotten what they deserved. Members of communities of color became doubly 
and triply stigmatized by virtue of their racial/ethnic identities, 
immigrant status and association with HIV/AIDS risk behaviors and groups.
This stigmatization fostered intensified feelings of guilt, shame, 
responsibility and rejection within the affected communities and led many 
people to live with HIV/AIDS in secrecy.

HIV name reporting will produce different social risks for different 
populations. Despite laws prohibiting AIDS discrimination, people with HIV 
and AIDS continue to experience discrimination. Some proponents of HIV name 
reporting, minimize fears of discrimination by highlighting the strong legal 
confidentiality and anti- discrimination protections now in place.
Unfortunately, these protections are now being challenged in the courts.
Anti- discrimination protections for HIV+ persons will be undermined if the 
Supreme Court upholds the recent rulings of lower courts indicating that the 
provisions of the Americans with Disabilities Act (ADA) do not apply to HIV+ 
asymptomatic persons.

While legal protections may offer some groups affected by HIV recourse and 
reassurance in the face of discrimination, these protections are of most 
value for persons who have jobs, private health insurance, and housing, as 
well as those who receive medical care and seek other professional services.
In addition, legal recourse is time consuming and can be expensive. Many 

low income people living with HIV/AIDS have neither the time nor financial 
resources to see a discrimination complaint or case run its course in the 
legal system.

Moreover, the legal system itself often poses a social risk for poor people 
and ethnic/racial minorities. Their fears and mistrust of government are 
generally rooted in their previous experiences with the legal and criminal 
justice systems. They also understand that protections which exist today, 
may be changed and replaced by punitive and coercive policies or laws in 
the future.

America is seeing a resurgence of racism and nativism as evidenced by the 
recent legislation passed on immigration ^reform^, welfare ^reform^ and



SSI/SSDI eligibility. One of the adverse outcomes of these policy changes 
was the loss of Medicaid coverage for many low income and disabled 
individuals. This plethora of negative policies and legislative 
initiatives which specifically targeted and threatened the well being of 
legal and undocumented immigrants, single mothers and substance abusers are 
good examples of what is possible within the current political climate.
These very groups may also end up being the prime targets of the misguided 
efforts underway to criminalize HIV transmission.

Other social risks related to disclosure of HIV positive status may 
include: withdrawal of emotional and or financial support from a partner, 
emotional and /or physical abuse, rejection by family members, significant 
others and/or the communities a whole or the loss of children to the child 
welfare system.

The HIV surveillance system will only be as good as the data it collects.
By its very nature HIV case surveillance will only collect data on those 
persons who get tested. If large numbers of highly affected populations do 
not seek testing or avoid it because of real or perceived social risk, then 
the system will not be representative of the front end of the epidemic. If 
we want to reduce the perception of social risk we need to address the 
factors that produce the perceptions among different populations. While 
there is value in HIV surveillance, the question becomes whether we need 
case surveillance by name based reporting to track the epidemic or whether 
we can use other mechanisms such as sero-surveys and sentinel studies to 
estimate HIV trends in different populations and regions.

HIV Testing and Access to Care
Proponents of HIV surveillance have argued that in the new era of HIV, with 
available drug therapies, individuals should know their HIV status in order 
to access care and treatment. While we agree this is an important goal, the 
tragic fact is that not all people have access to care or the new drug 
therapies. These groups include the homeless, incarcerated persons, poor 
women who are not pregnant, people of color, people living in rural areas, 
immigrants and high numbers of working poor who do not qualify for public 
medical assistance nor are covered by their employers.

Recent studies have shown that the new drug therapies are not being 
prescribed for all those who need them. Even states with expansive HIV care 
programs such as New York are not reaching all those who need the drugs 
uniformly. People of color and women are not experiencing the same access 
to these promising therapies as their White and male counterparts. New York 
City, accounts for 16% of the total AIDS cases in the country. In this 
epicenter people of color make up over 70% of the reported AIDS cases 
(African Americans- 40%, Hispanics 31%) and women make up 21% of all cases.

However, a study conducted by Columbia University School of Public Health in 
New York City, found that of 700 patients, 33% of the White patients 
reported using combination therapies that include protease inhibitors 
compared to 12% of African American and 19% of Hispanic patients. Another 
important finding was that the most advanced medications were more likely to 
be prescribed when the patient was getting health care in a private 
physician''s office rather than a hospital or community clinic. Men who 
contracted HIV through homosexual sex were twice as likely to be treated 
with a combination of drugs and protease inhibitors than are other 
populations with HIV including substance abusers. African American patients 
were less likely than White or Hispanic patients to take combination 
therapies. Over fifty percent (54%) of the African Americans in the study 
were not taking antiretroviral drugs as compared to 35% of the White, and



38% of the Hispanic patients in the study. (NY Times, Sunday July 27,
1997).

Furthermore, the benefits of early intervention are not available to many 
people who find out about their HIV status late in the course of disease 
progression. A study conducted by Wortley, et. al., in 1995 found that 36% 
of the people who are diagnosed with AIDS, were first tested for HIV within 
two months of their AIDS diagnosis and 51 % within a year of their infection.

It Is critically important to examine the social context of the populations 
that are testing late in their HIV disease course and to identify barriers 
to testing. It is important to understand the factors that deter people 
from testing or seeking care in order to develop more effective strategies 
to promote HIV testing and improve access to care for those who test 
positive.

NMAC Recommendations
NMAC recognizes the need for a national system of HIV surveillance and 
supports CDC's efforts to provide states/territories with guidance to 
develop and implement HIV surveillance systems. However, NMAC opposes HIV 
name reporting, and is very concerned that CDC will essentially force 
states to implement named-based HIV surveillance systems by making federal 
funding contingent on a state's ability to meet strict data quality 
standards for reporting HIV cases to the CDC. NMAC believes that a national 
system of HIV surveillance is important, and must be as comprehensive as 
possible to effectively monitor trends in the HIV epidemic. Such a system 
must be capable of getting an accurate profile of the demographic 
distribution of the epidemic by race/ethnicity, gender, age, region, and by 
mode of exposure/transmission. Reliance on HIV case reporting alone will 

not provide us with complete data on the nature and extent of the HIV 
epidemic. A comprehensive HIV surveillance system must therefore include 
HIV case surveillance, as well as, other types of surveillance activities 
such as population based sero-surveys, sentinel studies, incidence and 
prevalence studies and behavioral surveillance.

NMAC strongly recommends that the CDC consider and address the following 
elements in its up coming guidance to states on the development and 
implementation of HIV surveillance systems:

* The guidance for the implementation of HIV surveillance for states and 
territories provided by the CDC, should not explicitly promote the use of 
name-based reporting system.

* CDC guidelines must support local autonomy and offer states/territories 
support and flexibility to conduct HIV surveillance through name or 
non-name based systems States/territories must be able to select the type 
of HIV surveillance system which is best suited to meet public health goals 
and respond to the needs of the communities in their jurisdictions

* CDC must provide federal funding to states/territories for the 
development, implementation and evaluation of an HIV surveillance system, 
irrespective of the type of system they select.

* CDC should make federal funds available to jurisdictions to undertake 
demonstration projects that explore non-name based reporting models that can 
be made available to states/territories. These systems should ensure that
the case reporting identifiers are not linked to names nor any other 
existing identification system such as Social Security numbers or driver’s 
licenses.



* The CDC must ensure that HIV testing programs and surveillance systems 
guarantee maximum confidentiality protections and encourage those at 
highest risk to be tested. HIV testing systems that deter, even a small 
number of individuals at high risk of HIV infection from testing should not
be adopted nor supported by federal funds

* CDC must develop stringent security requirements for state maintenance of 
personally identifiable surveillance information, including requiring time 
limitations on maintaining lists of names of individuals living with HIV 
and/or AIDS as a condition of receipt of federal surveillance funds.

* CDC must develop a core set of model state confidentiality and privacy 
laws with which states must comply as a condition of receipt of federal 
surveillance funds. These laws must also prohibit the disclosure of HIV 
positive test reports to any governmental agencies or private entities for 
the purpose of denial of benefits, child welfare or criminal proceedings or 
law enforcement. Model legislation should include stringent civil and 
criminal penalties for such disclosures.

* CDC must develop and fund campaigns that are culturally competent and 
linguistically appropriate to aggressively promote HIV testing and reduce 
barriers to testing. Tailored campaigns that reach populations at highest 
risk of HIV infection, including people of color, youth, women, substance 
abusers and gay men should be given top priority.

* HIV testing should be voluntary and pre and post test counseling should 
be available and provided to diverse ethnic/racial and demographic groups 
within the context of their culture and in their primary language.

* The CDC must require that states offer accessible anonymous HIV testing 
options as a condition of receipt ot federal surveillance funds to minimize 
the impact that HIV reporting will have on deterring individuals from 
seeking testing.

* HIV surveillance must not be linked to partner notification.

* Federal agencies must recognize that all AIDS and HIV surveillance systems 
are incomplete and must therefore use corrective factors for federal funding 
formulas to ensure equitable distribution of resources.

* CDC must ensure that HIV surveillance data include the self reported 
race/ethnicity and national origin/primary language of the person in 
accordance with the United States Census categories.

* HIV case surveillance must be supplemented with population specific 
seroprevalence surveys and sentinel studies. These population based studies 
must include people of color, youth, and women. Studies should also 
include underreported and underserved populations including, Asian and 
Pacific Islanders, Native Americans/Alaskan Natives, the homeless, and 
incarcerated populations.

* Surrogate data on population trends and co-morbidity factors such as STDs, 
teen pregnancy, substance abuse and tuberculosis should be used to 
supplement HIV surveillance data for the purpose of HIV community planning.
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Name debate 

complicates 

HIV tests
To name or not to name: that is the ques­

tion. But is it the right question?
The Texas Health Department has rec­

ommended that physicians and HIV testing 
labs be required to report the names of all 
Texans infected with HIV. the virus that 
causes AIDS. Much debate has been focused 
on "names vs. no names" reporting. But 
regardless of one's position on names 
reporting, it is clear that definitive data on 
the incidence of HIV infection is essential 
if we are to end this epidemic. Our focus, 
therefore, should be on how best to collect 
such data in the least intrusive manner 
consistent with protecting the public 
health.

Tracking only 
AIDS cases, as now is 
done, tells us less aiid 
less about how HIV 
infection is spreading 
today. Because it may 
take a decade or 
longer for HIV dis­
ease to progress to 
AIDS, the resulting 
snapshot is of infec- 
tion patterns years 

■ ago rather than of 
what is happening now.

When AIDS emerged in the early 1980s 
the surveillance of AIDS cases, including 
reporting the names of people with AIDS to 
public health authorities, began almost 
immediately and with little controversy 
Names reporting was a generally accepted 
public health response that had been used 
for certain other diseases. Also, individuals 
then diagnosed with AIDS already were in 
the late stages of HIV disease. Those people 
usually died quickly, and in the interim, 
their struggle for survival overwhelmed 
any attempt to lead a "normal life."

Today, new medical treatments can pro­
long the lives of many people with HIV and 
significantly delay the time from infection 
to AIDS, People who learn their HIV­
positive status soon after infection and who 
have the re.sources to begin appropriate 
combination drug therapie.s can expect to 
live productive lives for many years But 
that outcome is contingent on their con­
tinuing ability to receive appropriate medi­
cal care That often mean.s keeping their 
jobs and insurance. I’rivacy concerns, 
therefore, are more irnnon.-mi (hnn

I Ml

THOMAS 
HENDERSON

The Americans with Disabilities Act was 
hailed as a hallmark in the protection from 
discrimination of individuals living with 
HIV/AIDS. But recent court decisions have 
cast serious doubt on its application to 
those with asymptomatic HIV. Public 
health authorities argue that they rou­
tinely handle sensitive information in a 
confidential manner, and. in fact, their 
record has been quite good. But once pub­
lic health officials have compiled a list of 
HIV-positive individuals, there is no way to 
safeguard such a list from future overzeal- 
ous "public health" efforts or misguided 
political mischief.

Although there are many ways of con­
ducting HIV surveillance while maintain­
ing the anonymity of people with HIV. the 
Texas Health Department supports names 
reporting as a cheap and easy surveillance 
system that should be used for HIV infec­
tion. But what are the real costs?

Many studies have shown increased 
resistance to HIV testing by African- 
Americans. Latinos, gay and bisexual men, 
immigrants and other populations that his­
torically have suffered discrimination, if 
they are told their names will be reported 
to government officials. As the epidemic 
shifts further into communities of color, 
mistrust resulting from the infamous 
Tuskegee syphilis study and this country’s 
history of discrimination under the guise 
of public health concerns shouldn’t be 
underestimated

Rather than helping to control the 
spread of HIV/AIDS or encouraging early 
medical intervention, names reporting is 
likely to lead to decreased testing and rare 
for those most at risk.

In expressing its "strong reservations 
regarding the use of a national HIV names 
reporting surveillance system," the 
President’s Advisory Council on HIV/AIDS 
recently urged the Centers for Disease Con­
trol to “issue a comprehensive public 
report on ... the impact of different sur­
veillance systems on seeking . . HIV test­
ing and care . . and (of the) potential 
discriminatory impacts on individuals and 
communities at risk for HIV infection." The 
Texas Health Department should do no less. 
The risk/benefit ratio for HIV names 
reporting is simply too great.

Thomas Henderson of Austin is a person 
living with AIDS and a member of President 
Clinton’s Advisory Council on HIV/AIDS.
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National HIV Case Reporting

To the Editor:

Although it is true that Maryland's surveillance system for human immunodeficiency virus 
(HIV), which has been in effect since 1994, is still being refined and improved, we have 
found that it has allowed us to perform all the public health functions described in the article 
by Gostin et al. (Oct. 16 issue), (i) Maryland's system of HIV surveillance by means of 
unique identifiers has allowed linkage of HIV case reports to death records, has assisted in 
investigations of unusual strains of HIV, (2) and has been used to inform decisions about 
allocating funds for service delivery. Our experience suggests that important epidemiologic 
information can be obtained through a non-name-based surveillance system.

Given the traditional American concern about the privacy of medical records and the very 
real potential for discrimination against people infected with HIV, we believe that our 
system provides the benefits of epidemiologic monitoring of the epidemic and averts the 
creation of barriers to HIV testing and treatment among those concerned about 
confidentiality. We suggest that states considering HIV surveillance investigate 
non-name-based HIV-surveillance systems as an important option.

Liza Solomon, Dr.P.H.
Georges Benjamin, M.D.
Maryland Department of Health and Mental Hygiene 
Baltimore, MD 21202
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To the Editor:

The information already available has not been used to prevent HIV transmission among 
injection- drug users, and widespread HIV case reporting, however meritorious, will not 
improve that situation.
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AlDS-surveillance reports present sufficiently clear and reliable information on the 
prevalence, incidence, and direction of the epidemic. They indicate a shift in primary risk 
behavior to injection-drug users, in whom approximately 50 percent of new infections are 
estimated to occur, (i) The disproportionate impact of the twin epidemics of drug use and 
AIDS on minority groups, particularly minority women, and among neonates is well 
documented. (2) On the basis of evidence that HIV is transmitted among injection-drug 
users through shared use of contaminated needles - which, particularly in the United States, 
is necessitated by legal restrictions on drug paraphernalia — European countries have 
liberalized paraphernalia policies as a specific HIV-prevention strategy for this group. 
However, driven by a war-on-drugs ideology rather than by public health and epidemiologic 
imperatives, the United States has not taken this simple step and thus has unleashed the 
epidemic among injection-drug users. (3)

This burgeoning pool of infected injection-drug users is concentrated in poor, urban, and 
predominantly minority neighborhoods, where the epidemic continues to worsen. Relatively 
small declines in the numbers of deaths from AIDS among members of minority groups 
(decreases of 2 percent among non-Hispanic blacks and 10 percent among Hispanics as 
compared with 21 percent among non-Hispanic whites) are a sad commentary on those left 
behind (4) despite general "advances." Unless rational policy changes allowing drug users to 
buy and carry their own injection equipment are enacted, HIV case reporting will have no 
effect on this population.

M. Daniel Fernando, Ph.D.
550 E. 16th St.
Brooklyn, NY 11226
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To the Editor:

In June of 1988, the Presidential Commission on the Human Immunodeficiency Virus 
Epidemic, established by President Ronald Reagan, issued its final report. Its first point 
states:
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states:

The term "AIDS" is obsolete. "HIV infection" more correctly defines the problem.
The medical, public health, political, and community leadership must focus on the full 
course of HIV infection rather than concentrating on later stages of the disease. 
Continual focus on AIDS rather than the entire spectrum of HIV disease has left our 
nation unable to deal adequately with the epidemic. Federal and state data collection 
efforts must now be focused on early HIV reports, while still collecting data on 
symptomatic disease, (i)

Unfortunately, this sound recommendation was not acted on.

It is encouraging that many in the activist community and in academia are now supporting 
sound HIV policies. However, we should remember it was these same activists and 
academics who helped establish a very flawed policy in the first place. To continue to go to 
them for direction seems ill advised in the light of the admissions they now make regarding 
the sound HIV policy they fought against for so long.

Tom A. Coburn, M.D.
U.S. House of Representatives 
Washington, DC 20515-3602

Shepherd Smith
Americans for a Sound AIDS/HIV Policy 
Washington, DC 20041
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The authors reply:

To the Editor:

The tliree letters in response to our article are representative of a growing consensus that a 
national system of HIV surveillance is essential for effective monitoring of and public 
health response to the HIV/AIDS epidemic. Our proposal for national HIV reporting will, of 
course, not solve all the perplexing public health and human-rights problems presented by 
the epidemic. HIV reporting is likely to demonstrate an increasingly disproportionate burden 
of infection among injection-drug users. In previously published research, we have strongly 
supported greater access to sterile injection equipment, as aptly suggested by Dr. Fernando.
(i)
Drs. Solomon and Benjamin raise perhaps the most important intellectual challenge to a 
national system of named HIV reporting. Given the understandable concern about privacy, 
names should not be collected by the government unless it is necessary to achieve important 
public health purposes. Unfortunately, the data from Maryland do not demonstrate that a 
system of unique identifiers can provide accurate and reliable data. A recent evaluation of
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system of unique identifiers can provide accurate and reliable data. A recent evaluation of 
the Maryland system supported by the Centers for. Disease Control and Prevention found 
substantial limitations. (2) Of 9971 laboratory reports entered in the Maryland system from 
July 1994 through December 1996, 29 percent of the reports were missing a portion of the 
unique identifier, including 22 percent that were missing the social security number (the 
most specific component of the unique identifier). The Maryland system is also limited by a 
low rate of completeness of reporting (50 percent), an inordinate number of duplicate 
reports, and a lack of HIV-risk information. Finally, a unique-identifier system may create 
additional risks to privacy by increasing the number of surveillance registries. In order to 
collect follow-up epidemiologic information, private physicians have to maintain logs that 
link the unique identifier to a name-based medical record. These multiple registries in the 
private sector may defeat the privacy purposes behind unique-identifier systems.

Congressman Cobum and Mr. Smith support named HIV reporting but suggest that public 
health officials, community-based organizations, and scholars have lost any legitimate claim 
to leadership. This is an unfortunate implication coming from two leaders in American 
politics. Our positions on HIV policies are not formed by political or ideological beliefs. 
Rather, they are based on objective assessments of the science and of the public health, 
which necessarily must take account of the medical benefits to and the human rights of 
people with HIV infection or AIDS. It is not we who have changed, but the epidemic. Given 
the remarkable progress in medical treatment and a more humane social and legal response 
to AIDS, new ways of thinking about the epidemic become critically important. We need to 
create a national HIV-surveillance system that is scientifically sound and supported by the 
public it serves.

Lawrence O. Gostin, J.D.
Georgetown/Johns Hopkins Program on Law and Public Health 
Washington, DC 20001

John W. Ward, M.D.
Centers for Disease Control and Prevention 
Atlanta, GA 30333

A. Cornelius Baker
National Association of People with AIDS 
Washington, DC 20005
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National HIV Case Reporting

To the Editor:

Although it is true that Maryland's surveillance system for human immunodeficiency virus 
(HIV), which has been in effect since 1994, is still being refined and improved, we have 
found that it has allowed us to perform all the public health functions described in the article 
by Gostin et al. (Oct. 16 issue). (1) Maryland's system of HIV surveillance by means of 
unique identifiers has allowed linkage of HIV case reports to death records, has assisted in 
investigations of unusual strains of HIV, (2) and has been used to inform decisions about 
allocating funds for service delivery. Our experience suggests that important epidemiologic 
information can be obtained through a non-name-based surveillance system.

Given the traditional American concern about the privacy of medical records and the very 
real potential for discrimination against people infected with HIV, we believe that our 
system provides the benefits of epidemiologic monitoring of the epidemic and averts the 
creation of barriers to HIV testing and treatment among those concerned about 
confidentiality. We suggest that states considering HIV surveillance investigate 
non-name-based HlV-surveillance systems as an important option.

Liza Solomon, Dr.P.H.
Georges Benjamin, M.D.
Maryland Department of Health and Mental Hygiene 
Baltimore, MD 21202
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To the Editor:

The information already available has not been used to prevent HIV transmission among 
injection- drug users, and widespread HIV case reporting, however meritorious, will not 
improve that situation.
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AIDS-surveillance reports present sufficiently clear and reliable information on the 
prevalence, incidence, and direction of the epidemic. They indicate a shift in primary risk 
behavior to injection-drug users, in whom approximately 50 percent of new infections are 
estimated to occur. (1) The disproportionate impact of the twin epidemics of drug use and 
AIDS on minority groups, particularly minority women, and among neonates is well 
documented. (2) On the basis of evidence that HIV is transmitted among injection-drug 
users through shared use of contaminated needles - which, particularly in the United States, 
is necessitated by legal restrictions on drug paraphernalia - European countries have 
liberalized paraphernalia policies as a specific HIV-prevention strategy for this group. 
However, driven by a war-on-drugs ideology rather than by public health and epidemiologic 
imperatives, the United States has not taken this simple step and thus has unleashed the 
epidemic among injection-drug users. (3)

This burgeoning pool of infected injection-drug users is concentrated in poor, urban, and 
predominantly minority neighborhoods, where the epidemic continues to worsen. Relatively 
small declines in the numbers of deaths from AIDS among members of minority groups 
(decreases of 2 percent among non-Hispanic blacks and 10 percent among Hispanics as 
compared with 21 percent among non-Hispanic whites) are a sad commentary on those left 
behind (4) despite general "advances." Unless rational policy changes allowing drug users to 
buy and carry their own injection equipment are enacted, HIV case reporting will have no 
effect on this population.

M. Daniel Fernando, Ph.D.
550 E. 16th St.
Brooklyn, NY 11226
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To the Editor:

In June of 1988, the Presidential Commission on the Human Immunodeficiency Virus 
Epidemic, established by President Ronald Reagan, issued its final report. Its first point 
states:
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states:

The term "AIDS" is obsolete. "HIV infection" more correctly defines the problem.
The medical, public health, political, and community leadership must focus on the full 
course of HIV infection rather than concentrating on later stages of the disease. 
Continual focus on AIDS rather than the entire spectrum of HIV disease has left our 
nation unable to deal adequately with the epidemic. Federal and state data collection 
efforts must now be focused on early HIV reports, while still collecting data on 
symptomatic disease, (i)

Unfortunately, this sound recommendation was not acted on.

It is encouraging that many in the activist community and in academia are now supporting 
sound HIV policies. However, we should remember it was these same activists and 
academics who helped establish a very flawed policy in the first place. To continue to go to 
them for direction seems ill advised in the light of the admissions they now make regarding 
the sound HIV policy they fought against for so long.

Tom A. Coburn, M.D.
U.S. House of Representatives 
Washington, DC 20515-3602

Shepherd Smith
Americans for a Sound AIDS/HIV Policy 
Washington, DC 20041
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The authors reply:

To the Editor:

The tliree letters in response to our article are representative of a growing consensus that a 
national system of HIV surveillance is essential for effective monitoring of and public 
health response to the HIV/AIDS epidemic. Our proposal for national HIV reporting will, of 
course, not solve all the perplexing public health and human-rights problems presented by 
the epidemic. HIV reporting is likely to demonstrate an increasingly disproportionate burden 
of infection among injection-drug users. In previously published research, we have strongly 
supported greater access to sterile injection equipment, as aptly suggested by Dr. Fernando.
(i)
Drs. Solomon and Benjamin raise perhaps the most important intellectual challenge to a 
national system of named HIV reporting. Given the understandable concern about privacy, 
names should not be collected by the government unless it is necessary to achieve important 
public health purposes. Unfortunately, the data from Maryland do not demonstrate that a 
system of unique identifiers can provide accurate and reliable data. A recent evaluation of
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system of unique identifiers can provide accurate and reliable data. A recent evaluation of 
the Maryland system supported by the Centers for Disease Control and Prevention found 
substantial limitations. (2) Of 9971 laboratory reports entered in the Maryland system from 
July 1994 through December 1996, 29 percent of the reports were missing a portion of the 
unique identifier, including 22 percent that were missing the social security number (the 
most specific component of the unique identifier). The Maryland system is also limited by a 
low rate of completeness of reporting (50 percent), an inordinate number of duplicate 
reports, and a lack of HIV-risk information. Finally, a unique-identifier system may create 
additional risks to privacy by increasing the number of surveillance registries. In order to 
collect follow-up epidemiologic information, private physicians have to maintain logs that 
link the unique identifier to a name-based medical record. These multiple registries in the 
private sector may defeat the privacy purposes behind unique-identifier systems.

Congressman Cobum and Mr. Smith support named HIV reporting but suggest that public 
health officials, community-based organizations, and scholars have lost any legitimate claim 
to leadership. This is an unfortunate implication coming from two leaders in American 
politics. Our positions on HIV policies are not formed by political or ideological beliefs. 
Rather, they are based on objective assessments of the science and of the public health, 
which necessarily must take account of the medical benefits to and the human rights of 
people with HIV infection or AIDS. It is not we who have changed, but the epidemic. Given 
the remarkable progress in medical treatment and a more humane social and legal response 
to AIDS, new ways of thinking about the epidemic become critically important. We need to 
create a national HIV-surveillance system that is scientifically sound and supported by the 
public it serves.

Lawrence O. Gostin, J.D.
Georgetown/Johns Hopkins Program on Law and Public Health 
Washington, DC 20001

John W. Ward, M.D.
Centers for Disease Control and Prevention 
Atlanta, GA 30333

A. Cornelius Baker
National Association of People with AIDS 
Washington, DC 20005
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Chicago Sun-Times Tuesday, February 3, 1998

U,S. officials urge Iliinois 

to require HIV reporting
By Jim Ritter
health BEI'OHTEft

Federal health officials urged Illinois Monday to 
join 31 other statee that require doctors to report 
names of people who test positive for HIV,

All 50 states require doctors to report to health 
departments the names of ApS patients. Thirty-one 
states also require the reporting of people who test 
positive for HIV, the virus that causes AIDS.

The Illinois Public Health Department proposed 
mandatory HIV reporting in 1996 but backed off in 
the face of opposition from AIDS activist groups.

Officials from the Centers for Disease Control and 
Prevention urged HIV reporting during a news con­
ference Monday at a conference on retroviruses and 
opportunistic infections. The meeting of HIV and 
AIDS researchers is being held this week at the 
Sheraton Chicago Hotel.

States have been recording the names of APS 
patients since 1981, with only one reported breach of 
confidentiality, the CDC said. Scientists have used 
those AIDS statistics to estimate the number of HIV 
infections.

But with new drug treatments, many people infect­
ed with HIV are not developing AIDS. Thus, AIDS 
statistics no longer provide a reliable way to keep 
track of the spread of HIV.

Health officials ne^ better data “to .monitor how

well we’re doing in preventing and treating HIV." said 
Patricia Fleming of the CDG.

AIDS activists worry about privacy. Mandatory 
HIV reporting would “discourage individuals from 
getting counseling and testing for fear of discrimina­
tion and breaches of confidentiality," said Mark 
Ishaug of the APS Foundation of Chicago.

The Chicago Health Department in the past has 
opposed HIV reporting, but it . is rethinking its 
position, a spokeswoman said.

To determine whether HIV reporting discourages 
people from getting tested, the CDC studied nine 
states that have the requirement.

“Preliminary findings indicate that HIV reporting 
does not serve as a major deterrent to HIV test 
seeking among at-risk individuals," the CDC said.

The Illinois Health Department still plans to 
require HIV reporting, but it is waiting for the CDC 
study to be published, said spokesman Tom Schafer.

The state health department estimates that be­
tween 23,000 and .32,500 people in Illinois are infected 
with HIV. Many are not getting proper counseling on 
treatment options and notification of sex partners, 
Schafer said.

Under the department’s plan, a public health 
official would visit and counsel a person who testa 
positive for HIV. The state also would notify the 
person’s partners if the individual voluntarily pro­
vides names, Schafer said.
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Name-calBnsFor minorities already distrustfiil of government, HIV names reporting 

could lead to fewer people getting tested for the disease
BTHUBAnAKS.DAHm

f whites with HIV shudder at the 
thought of Big Brother’s punch- 

H ing their names into a database 
that tracks those inferted, mi-^ 

IB norities with the disease are re­
ally running scared. Indeed, for some 
people, when it comes to mixing gov­
ernment and health, two words come 
to mind: Tuskegee experiment.

“The legacy of the Tuskegee experi­
ment still reverberates,” observes A. 
Cornelius Baker, the HIV-positive exec­
utive director of the National Associa­
tion of People With AIDS in Washing­
ton, D.C., referring to a syphilis study 
conducted from 1932 to 1972 in which 
400 black men in Alabama were denied 
treatment for the disease.

OETTlirailA]

It wasn't until 1997, when President 
Clinton called the experiment “shame­
ful" while addressing a group of the 
study’s participants and their families, 
that the black community received an 
official government apology. “In the 
African-American community,” says 
Baker, “trust is very low.”

Sometime during the next couple of 
months, the Centers for Disease Control 
and Prevention in Atlanta will issue a 
set of recommendations on how state 
health officials shoiQd conduct the re­
porting of mV cases. It is widely be­
lieved—and in many cases feared—that 
the upcoming CDC recommendations 
will push for a system of HIV reporting 
that requires states to collect names.

Meanwhile, Rep. Tom A. Cobum (R- 
Okla.) has introduced a bill in Con­
gress that would not only mandate 
states to report HIV infections but also 
requite partner notification and sexual- 
contact tracing. The bill would also 
give health care workers the right to 
deny care to anyone who refuses to 
take an HIV test.

The result, say leaders of several mi­
nority AIDS organizations, could be a 
new wave of people opting not to get 
tested. “Names reporting would have 
an absolutely detrimental effect in the 
Latino community,” says Dennis 
deLebn, the HIV-positive president of 
the Latino Commission on AIDS in 
New York City. A December survey by

Twenty-eight states report HIV cases by name; these states account 
for only one third of the AIDS cases nationwide. (Source: CDC)

Report HIV 
cases by name

Report HIV cases by name 
among children only

Report HIV cases using 
a unique identifier

WAYNE DESELLE FOR THE ADVOCATE
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the commission found that while 88% 
of Latinos would take an HIV test if 
their names were not reported to any 
government agency, only 28% would 
do so if their names were reported in 
the event they tested positive. Howev­
er, in a separate survey conducted by 
the New York City Department of 
Health, researchers found that only 
22% of African-American and Hispanic 
participants would avoid being tested 
for mV if their names were reported to 
public health officials.

"There is tremendous fear of gov­
ernment,” warns deLedn, adding that 
the impact of names reporting in the 
Latino community could be felt in ways 
that the out gay community does not 
imagine. "In the gay community there 
is a culture of support" for HIV-positive 
people, he says. “But in the Latino 
corrununity, people view an HlV-posi- 
tive diagnosis as very isolating. So peo­
ple would be much more cautious 
about their names getting out because 
of the cultural consequences."

In the book Latino Gay Men and 
HIV: Culture, Sexuality, and Risk Be­
havior, author Rafael M. Diaz, a profes­
sor at the Center for AIDS Prevention 
Studies at the University of California, 
San Francisco, argues that oppressive 
sociocultural factors and values such 
as machismo, homophobia, family loy­
alty, and sexual silence as well as 
poverty and racism already interfere 
with some gay Latinos’ likelihood of 
practicing safer sex. He argues that 
prevention efforts need to break the 
“sexual silence" as opposed to being 
couched in imperatives and requests 
for compliance.

The combination of government dis­
trust and fear of cultural exclusion 
runs high in many immigrant commu­
nities, adds Fernando Chang-Muy, for­
mer legal officer with the World Health 
Organization’s Global Program on 
AIDS and now a law professor at the 
University of Pennsylvania. “In the 
Asian community everyone tends to 
know each other," he says. “So if a 
name gets out, it could result in almost 
anything, from being shuimed in the 
community to deportation."

Noncitizens in the United States 
have one of two statuses: nonimmi­
grant or immigrant. Nonimmigrants, 
including students who could be in 
this country for as long as ten years to 
get a Ph.D., can be deported for having 
HIV, Chang-Muy explains. Immi­
grants—those v/ith green cards, for ex­
ample—carmot. ^
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The legacy of the Thskegee 
expeiiment still reverberates. 
In the Afilcan-American 
community, trust is very low.”

-A.CORNELIUSBAKER
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M. Saidia McLaughlin, a health edu­
cator with the Minority Task Force on 
AIDS in New York City, calls the 
threat of name disclosure from an 
HIV-positive test “a double whammy" 
for immigrants. First, there is the 
“general mistrust of the government 
having too much inforniation on you." 
Second is the attitude that “no one is 
going to want to wreck their quest for 
citizenship.”

Still, the idea of reporting HIV cases 
by name isn’t new—28 states already 
do it, although these states 
account for only 33% of the 
nation’s AIDS cases. Two 
additional states—Mary­
land and Texas—do HIV re­
porting through a secret 
code, or “unique identifier," 
which does not require col­
lecting names.

All states require physi­
cians to report cases of full­
blown AIDS to public health 
departments. Most of those 
policies were adopted early 
in the AIDS epidemic, when 
an AIDS diagnosis meant 
that a patient didn’t have 
long to live. Now, however, 
given the improved life ex­
pectancies for those with 
HIV or AIDS, fears of dis­
crimination during that time 
are much toore nagging and 
real, AIDS activists argue.

Still, arguments in favor of reporting 
mv cases—though not necessarily by 
name—are plentiful. In fact, the na­
tion’s largest AIDS organization, the 
New York City-based Gay Men’s 
Health Crisis, went on record in Janu­
ary saying such tracking is necessary 
because the epidemic is constantly 
changing. However, GMHC’s policy 
statement calls for “a monitoring sys­
tem with strong and enforceable priva­
cy protections to prevent discrimination 
against people who are HIV-positive.” 
It also calls for evaluation and imple­
mentation of a system of unique identi­
fiers to be used in reporting.

Baker agrees that HIV reporting 
would yield better information on the 
state of the epidemic, including track­
ing changes in the virus within differ­
ent populations. “In 1998 AIDS-stage 
illness isn’t how we should be con­
ceiving of this disease," he says, 
pointing out that the current system 
of AIDS reporting gives a ten-year-old 
snapshot of the epidemic (it takes 
roughly a decade between the time of

42 ’The Advocate

infection with HIV and the onset of 
the illnesses that define AIDS).

Just about everyone concedes that, 
given new drug therapies such as pro­
tease inhibitors, the window between 
infection and illness is likely to increase. 
HIV reporting would allow experts to 
get a better picture of the most recent 
HIV trends: what populations are being 
hit hardest and where education and 
prevention efforts are most needed.

H. Alexander Robinson, president of 
the board of the National Task Force on

AP/WIDE WORLD PHOTOS
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Tbe resnlt d names
minority AIDS activists, ecmM be a new
wave of peoide opting not to get tested.

AIDS Prevention, a San Francisco- 
based organization for gay men of 
color, says people concerned about HIV 
names reporting are equally concerned 
about access to care and want to see if 
the former would affect the latter. ’“The 
segment of the population that is al­
ready exposed to the public health care 
system may be more used to divulging 
important information about them­
selves in order to get assistance,” he 
says. “So the issue for them when it 
comes to names reporting is this: 
What’s the payoff? If I give my name, 
will I be assured access to health care?

“Sure, names reporting would give 
us a better picture of HIV, but will that 
picture affect how we allocate funds to 
those who most need them?" asks 
Robinson. McLaughlin also questions 
how the newly gathered information 
would be used to help the most disad­
vantaged people in the health care ^- 
tem—by and large, minorities and im­
migrants. “The way our health care 
system is set up, minorities are already 
disadvantaged when it comes to access

to care,” McLaughlin says. “So some 
people might look at this as just anoth­
er layer to a long list of very oppressive 
ideas in the health care system."

Meanwhile, some activists believe 
the GDC has been quietly trying to get 
state health officials used to the idea of 
reporting HIV cases by name. GDC offi­
cials deny this, saying that while names 
reporting has been the most reliable 
means of surveillance to date, it is still 
evaluating other means. Last Septem­
ber the GDG sent out a survey to all 

state health departments to 
determine ’’[w]hat steps 
must be taken...to allow 
for...reporting of persons (by 
name) with laboratory evi­
dence of HIV infection.” TTie 
GDG is convinced of the 
need for HIV reporting by 
some means, says John 
Ward, chief of ADS/HIV sur­
veillance at the GDG. A Sep­
tember article in the GDG’s 
Morbidity and Mortality 
Weekly Report noted that, in 
light of the decline in AIDS 
cases, HIV reporting would 
provide a better picture of 
the epidemic. An October ar­
ticle in The New England 
Journal of Medicine, coau­
thored by Ward, Baker, and 
Lawrence O. Gostin of the 
Georgetown University Law 
Genter, discussed HIV re­

porting by name and other means.
Ward says he hopes that the GDG 

recommendations for HIV reporting 
will be finalized by the end of the year 
and that all states vnll be doing HIV re­
porting by early 1999: “There is no 
question in my mind that, sooner or 
later, HIV surveillance will happen." ■

iiiUvocate

£ Are you in favor of reporting i 
cases of HIV by name to state 
health departments?

Sign on to The Advocate’s 
Web site before February 17 
to cast your vote and leave . 
your comments.

http://www.advocate.com);
Results will appear in j(Sm,,
the March 17 issue. .

February 17,1998

1
i

Fe!



(Av %

Sav t<
lAA^kt 

'Dow\^ [■
^Gla/ I a (|<iA/>4u^

CoJ^Jr^ 

fUv /

'Hi
(a/oa-J

lO^ J(Axi*v

•Jgi^ UWi : ^ ^ r.

I3te-4c^ rw-»i

'/)o| 1a ^'f^'Vu 

^t</WxA. llAAA-t-t

(yl(y0Uyt^^ u^a^uJ^

C!)C ^'cLl,:^ /y t^V^^yL^

f«use, l>«^r

S^ll Ko1«5 iiv fetiL - OLojiW eOvuTf oW-TT
JlliK

mVry
luj* Vvor^

I d^k. p^l#v,^ir



NATIONAL NONGOVERNMENTAL PARTNERS BRIEFING 
FEBRUARY 17-18, 1998 

Execiilive Park Building 24 Conference Room

February 17,1998

9:00-9:30 Welcome Helene Gayle

- National Center for HIV, STD, and TB Prevention
- CDC HIV allocation and location (who gets what)

9:30 - 11:30 DHAP- Intervention, Research, and Support 
Short Presentations and Discussion David Holtgrave

CAPNP
BIRB
PERB
TICB
TSSB
International

Fred Martich 
Lynda Doll 
Huey Chen 
Sara Thrift 
Sue Dietz 
Victor Barnes

11:30-11:45 Break (Order lunches) 

11:45-12:00 DASTLAR (Labs) 

12:15-1:00 Lunch

Harold Jaffe

- Youth Issues Chad Martin
- Open Discussion

1:00-3:00 DHAP- Surveillance and Epidemiology

Surveillance 
Prevention Services 
Epidemiology 
International 
Data Management

Kevin De Cock 
Rob Janssen

John Ward 
Richard Steketee 
JefFEfird 
John Narkunas 
John Karon



NATIONAL NONGOVERNMENTAL PARTNERS BRIEFING 
FEBRUARY 17-18, 1998 

Executive Park Building 24 Conference Room

February 17 continued:

3:00-5:00 Discussion

- Division Priorities
- Accountability issues
- HHS agency collaboration
- Emerging issues

Helene Gayle

5:00 Wrap-up

February 18,1998

9:00 - 9:15 Welcome, Overview, and Discussion 

9:15-9:30 Office of Communications

Ron Valdiserri

Melissa Shepherd

- Role of OD Communications
- National AIDS Clearinghouse

9:30-10:00 STD HIV Link Judy Wasserheit

10:00-11:00 Division of Adolescent and School Health (DASH) John Moore/Lloyd Kolbe 

11:00-11:15 Division of Reproductive Health (DRH) Dora Warren

11:15-11:30 Break (order lunch)

11:30 - 12:00 Community Planning Update Mary Willingham

12:00- 1:00 Lunch

1:00 - 3:00 Open Discussion

3:00 Wrap-up

David Holtgrave



Division of HIV/AIDS Prevention - Intervention Research and
Support

(Draft) Strategic Factors List 
January 1998

I ' rJ
' I

Clarifying and Further Developing our National Strategy for HIV Prevention

Showcasing our HIV Prevention Successes

Preparing the Community Planning Process for Success over the Long Haul

• Reassessment and Strengthening of HIV Prevention Efforts among Women, 
Communities of Color, and Gay Men

Strengthening HIV Prevention Efforts for Each and Every Generation of Young People

• Prevention of HIV Infection Due to Drug Injection Behaviors (Given Current Societal 
Constraints)

Systematic, "Bidirectional" Technology Transfer

Primary HIV Prevention in an Era of Treatment and Technologic Advances

• Accounting for the Costs and Consequences of HIV Prevention Programs: A National, 
Quantitative Perspective

Removing Barriers to the Implementation of Effective HIV Prevention Programs
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Name-Based
Alabama
Arizona
Arkansas
Colorado
Connecticut*
Florida
Idaho
Indiana
Louisiana
Michigan
Minnesota
Mississippi
Missouri
Nebraska
Nevada
New Jersey
New Mexico
North Carolina
North Dakota
Ohio
Oklahoma
Oregon**
South Carolina 
South Dakota 
Tennessee 
Texas***
Utah 
Virginia 
West Virginia 
Wisconsin 
Wyoming

Non-Named Unique Identifier 

Maryland****
Texas***

Pending
Alaska
California
Connecticut*
Delaware
Georgia
Hawaii
Illinois
Iowa
Kansas
Kentucky
Maine
Massachusetts
Montana
New Hampshire
New York
Oregon**
Pennsylvania
Puerto Rico
Rhode Island
Vermont
Virgin Islands
Washington****
District of Columbia

**************** ************** * *************************************
All slates report AIDS cases by name at the state/local level. States do not total 50 since some states are listed In multiple columns 
• Requires reports of HIV Infection in children < 13 years by name, Reports of HIV infection not required for adults/adolescents 13 or more ears of age

•* Requires reports of HIV infection in children < 6 years by name
"• Requires reports of HIV infection in children < 13 years by name. Requires anonymous reports for adults/adolescenis 13 or more years of age
**** Requires reports of symptomatic HIV infection by name
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HIV name reporting: the wrong debate

Increasingly a discussion within the AIDS community (and 
externally, witness Rep. Coburn's efforts) is focusing on the question 
of adoption of a names-based reporting system for HIV infection. A 
number of national organizations, including the Council of State and 
Territorial Epidemiologists (CSTE) and the National Association of State 
and Territorial AIDS Directors (NASTAD) have taken positions in favor of 
a national standard of named HIV reporting. There are indications that 
the Centers for Disease Control and Prevention (CDC) will soon undertake 
efforts to encourage named reporting in all 50 states. Perhaps not 
surprisingly, a polarized debate seems to be developing around the 
question, with many community based groups taking a hard line against 
any form of named reporting, arguing instead for HIV reporting using 
unique identifiers (if there is to be any HIV reporting at all).

I would submit that the polarized debate taking place is 
counter-productive and, moreover, misses the point about what it will 
really take to implement necessary steps to truly understand the extent, 
distribution and direction of the continuing HIV epidemic. To that end,
I offer this (high opinionated) discussion paper to the debate.

Why the debate? What are the changes propelling it?



There is widespread agreement that our current national 
surveillance system woefully inadequate and uneven. Diagnosed AIDS is 
reportable by name in all 50 states, while HIV infection is currently 
reportable by name in slightly over half the states - although many of 
the largest states with high HIV prevalence (including California, New 
York, Massachusetts, etc) do not have HIV reporting.

While reliance on AIDS reporting was always inadequate (due to 
the long lag time between infection and clinical illness), recent 
developments in treatment which greatly delay disease progress 
accentuate these inadequacies. Reported numbers are falling 
significantly, but this is largely a result of changes in the treatment 
of HIV infection instead of real changes in incidence. The old case 
definition is increasingly meaningless in light of the changes in the 
reality of the disease itself. Our reliance on AIDS reports as the 
primary data about the epidemic has always been problematic - now it is 
so irrelevant that something must be done to improve it. Our ability to 
understand this epidemic and to make good decisions about the focus of 
prevention and care efforts relies on correcting this situation.

In 1993, an attempt to recognize the changes going on in the 
disease was made when the case definition was expanded to include low 
tell cell counts. Some would argue that HIV reporting is simply a 
recognition of the changes in the treatment field where treatment of HIV 
infection, rather than AIDS symptoms, is the new health paradigm.

There are three main arguments that are being cited by some 
advocates of named reporting (please note that not all advocates cite 
the all three arguments, or put the same spin on any of these 
arguments. My apologizes to those whose arguments I have simplified, 
misstated, or bastardized - I am reflecting them as best I have heard 
them).

1. ) Because of the inadequacy of current reporting systems, 
it is necessary to move to HIV named reporting in order to more fully 
capture the HIV epidemic. This includes the need for better data for 
service and prevention planning, as well to prevent the lower numbers 
from lulling the public and policy makers into false complacency. How 
can we retain and increase resources if the public thinks AIDS is going 
away? Whatever the drawbacks of HIV named reporting may be, the data we 
receive from it will undoubtedly be better than what we currently have.

2. ) For too long, AIDS/HIV has been treated differently than
other diseases of public health significance and this has, according to 
the argument, hampered our ability to effectively fight the epidemic 
using the best tools that public health has to offer. By treating it 
this way, we have heightened the stigma and fear, instead of 
mainstreaming and normalizing AIDS/HIV. While this may have been 
understandable in the beginning (where social stigma was much higher 
than it is today. Now that better treatment exists, it is time to break 
down that stigma by ending any kinds of "AIDS exceptionalism." A good 
place to start is by dealing with the way we treat issues of reporting



to public health officials. Lack of HIV reporting is a remnant of the 
paranoia (not always unjustified) of the early days of the epidemic - 
but now we have to move past policies made for and in 1985.

3. ) Named reporting is important in order to ensure that all
people with HIV are offered access to needed medical and social 
services. Now that potentially effective treatment exists, it is 
imperative that we contact all people with HIV to ensure they know about 
it and receive assistance in accessing the best services available. In 
addition, some argue that named reporting is essential to development of 
suitably aggressive programs to locate and bring into testing/ 
treatment/prevention services the partners of those infected. Only by 
doing so will we be able to offer appropriate early intervention 
(possibly including PEP) to the newly infected, and thus stem the 
further spread of the epidemic and/or disease progression in the 
infected.

In addition, a fourth argument (with two variations) is likely to emerge 
in the near future..

4. ) In light of the Chautauqua County and Ohio incidents and
the surrounding publicity, there is likely to be a widespread public 
demand for increased reporting, testing and partner notification. Some 
would argue that we cannot ignore such public sentiment, and therefore 
should implement named reporting. Others in the public health community 
worry that if we do ignore the weight of public opinion, we only 
increase the gulf between a public health/AIDS elite and the community 
at large - an invitation to disaster with the adoption of even more 
restrictive legislation and bad policies. In such a scenario, named 
reporting is a necessary step (evil or good) to ward off far worse 
consequences.

HIV name/ unique identifier reporting - why neither gives us what we 
need

We must start with a basic understanding of a crucial difference 
between AIDS and HIV reporting. AIDS reporting was historically based on 
a single incident - the diagnosis of an AIDS defining condition, such as 
an opportunistic infection or (in recent years) a t-cell count under 
200, indicative of immune system suppression. In most (but not all) 
cases, such a diagnosis is driven by a health occurrence that drives a 
person to seek out medical care. With a relative degree of 
predictability, a person experiencing health declines will seek out 
medical care (although questions of access to care and awareness of risk 
clearly delays the speed at which some people and populations have, in 
fact, entered systems of care, resulting in diagnosis and reporting 
delays for those individuals and populations). With a ton of caveats 
attached, it can be said that AIDS reports represent a group of people 
who have experienced a relatively similar health event - and therefore 
the number has (or had) some relatively uniform meaning. It could be 
predicted that a relatively high percentage of people who have 
experienced the health events will seek care and be reported to the 
local/state Department of Health.



Testing for HIV represents a much wider potential range of 
health events. Some positive tests take place when someone is entering 
an emergency room with PCP, while others take place in someone who is 
entirely asymptomatic but concerned about their past risk. Given the 
long time frame for disease progression, it is very difficult to 
accurately say what a positive test means about the health status of any 
individual. There is a wide range of acceptance of testing in different 
communities, and a wide range of precipitating events that may drive 
someone to testing. Unlike AIDS reports, which reflect a relatively 
defined and limited stage of illness, HIV reports have a much less 
specific meaning. The number of people testing positive therefore 
represents simply people who were aware of their own risk, connected to 
health care, and concerned enough to seek out or accept testing. These 
factors may be impacted by a variety of highly localized or 
individualized factors: local outreach or education efforts, health care 
provider attitudes, local media coverage, health insurance coverage, 
peer norms, and personal risk perception.

Because acceptance of testing is not universal, and because 
timing of testing in not uniform, it is far harder to state definitively 
what HIV reporting tells us, and severely limits how we can use the 
information.

HIV reporting does not tell us how many people are living with 
HIV - in the country or in any particular area. It only tells us how 
many people have taken the test and come back positive.

HIV reporting does not tell us which populations are 
experiencing new infections. Rather it tells us which infected 
populations are coming forward for testing. It does not state how 
recently they were infected or what percentage of a risk population is 
positive. It is highly subject to artifacts of testing systems - for 
example, if a clinic with testing outreach were to open in a previously 
under-served neighborhood with a particular ethnic concentration, it is 
likely that reports for that group would increase. (Similarly, a drop 
might be seen if that program lost funding). To presume that either 
situation reflects new infections would be erroneous..

HIV reporting tells us nothing about the extent or spread of HIV 
in populations that are not being tested. To rely on HIV data for 
decision making about prevention or care efforts is to risk being 
misguided by biases inherent in any voluntary system with uneven levels 
of testing acceptance. In the real world, HIV reporting is likely to 
bend decisions in favor of those populations that are already most aware 
of HIV and already accessing HIV services. Populations with inadequate 
access to treatment and prevention services will continue to be 
undercounted in HIV reporting, accentuating pre-existing inequities. 
Rather than serving as an early warning system, testing will only pick 
up any significant trend once people in a community are already aware 
enough of risk that they are seeking testing.

The arguments against named reporting (and some potential responses)



Those rallying around opposition to named reporting focus 
primary on the argument that named reporting will drive people away from 
systems of testing. According to this argument, people in affected 
communities have such strong distrust of government that the knowledge 
that their name might be put on a government list might keep them from 
getting tested or seeking medical care if they are infected. At a time 
when there is a huge imperative to encourage people to know their status 
and seek early treatment, anything that discourages these things is a 
problem.

(A second fear raised by many people is that once the names are 
collected, discrimination or punitive measures against those people will 
take place. I will discuss this potential concern in the next section, 
although it is important to note that this has not been born out by 
actual experience.)

The evidence of disincentive to testing is somewhat mixed and 
quite limited - experts on both sides of the question debate the meaning 
of one study versus another, but there has yet to be a conclusive 
examination of all of the data - for example, comparison of acceptance 
of testing among different populations in parallel states with and 
without named reporting. The MESH study results (mentioned in Atlanta as 
nearing completion) should be carefully examined. Based on the data that 
I have seen, it seems likely that the net effect of named reporting is a 
slight but measurable drop in testing, and that this drop is most likely 
to be seen among relatively well educated gay men who distrust the 
government.

It is important to remember that in nearly 30 states, people 
with HIV already live with named reporting. Quite simply, the sky has 
not fallen in those states.

Named based AIDS reporting has been widely accepted by the same 
advocacy community that so vigorously opposed HIV named reporting. It 
appears to be accepted by people living with AIDS, and there is little 
evidence that it is driving people away from care. Perhaps it can be 
argued that for symptomatic people, the option of not seeking care is 
less viable than it would be for asymptomatic HIV+ people, but it seems 
someone absurd to believe that reporting drives one group away one 
group(HIV + ) but not another (AIDS).

I also want to raise the question: does the loud opposition to 
reporting become a self- fulfilling prophecy? After hearing all kinds of 
dire warnings about how people at risk can't trust the government, 
doesn't that, in fact, contribute to the environment of distrust that 
exists. If we have a protracted national and state-by-state debate about 
reporting, will that debate itself serve to drive people further away 
from testing and care.

It is also important to recognize that in many other ways, 
people with HIV have no choice but to have their names reported to the 
government. Anyone who relies on Medicaid, Medicare, AIDS Drug 
Assistance Programs, public health clinics, federal and state disability



programs, insurance continuation programs, some Ryan White activities, 
etc., already has no choice but to have their HIV status made known to 
the government. The double standard of confidentiality for the well off 
and government access for the poor should not be forgotten.

The potential drawbacks and risks of named reporting

Having recently moved from a state (Vermont) without HIV named 
reporting to a state (Colorado) with a long established named reporting 
system, I have several concerns based on anecdotal observations about 
the different systems.

One of my greatest concerns is the way in which numbers are 
interpreted and presented. Quite simply, I am not impressed with the way 
these numbers are used.

I have repeatedly heard people who should know better (state and 
county health officials, AIDS service providers, community based 
organizations, consortium members, community planning group members) 
refer to the numbers reflected by HIV reports as representing the total 
number of HIV infected people within a jurisdiction, or as being 
reflective of new infections, or as a reliable predictor of future 
infections. Rarely, if ever, are the limitations or true meaning of the 
data discussed. Unfortunately, this does not contribute to enhanced 
public understanding of the epidemic, nor to better planning for 
services or prevention.

Similarly, I have been part of review panels for CDC prevention 
grants, HRSA Title I and SPNS grants, and a number of foundation grants. 
Unfortunately, in these settings I have seen little creative use of HIV 
data to guide decision making and priority setting. The data doesn't 
live up to the promises made for it.

I also have concerns that there are few safeguards about how the 
data may be used by those collecting it. For example, I was surprised at 
one local meeting when officials from the county Health Department 
indicated that they had matched arrest records from a local gay cruising 
area with HIV testing data. Although they had data on a small percentage 
(about 10%) of the arrestees, they announced that the seroprevalence in 
the park was a certain number. Quite simply, this is an 
epidemiologically invalid interpretation of these numbers, and certainly 
would not do much to engender trust among the risk population about the 
way their confidential data is used. The temptation to play with numbers 
must be recognized and tempered by strict guidelines about the uses of 
the data and the way it can and cannot be matched to other data sets.

Similarly, we must acknowledge that the potential exists for 
policy makers (especially legislators) to demand that the collected 
names be used in ways that many in the public health and AIDS 
communities would find inappropriate. This prospect cannot be dismissed 
out of hand - think, for example, of the success that Jesse Helms and 
others have had in inserting spousal notification, emergency responder



notification, sexual assault victim notification, and similar measures 
into federal legislation. How confident are we that we can successfully 
fight off mandatory partner notification, or legislation targeting 
particular professions (health care workers, child care providers, 
etc.)? While I do not consider these likely, it must be acknowledged 
that they are possible? Are we prepared to respond to them?

I believe the most damning argument against named reporting is 
simply that it will not produce what is promised in way of a better 
understanding of the epidemic.

While I believe that opponents of named reporting are sincere in 
their concerns, quite candidly it strikes me as a knee-jerk reaction 
based on old realities and exaggerated concerns about confidentiality 
and disincentives to testing/treatment. Similarly, I believe that 
advocates for named reporting are looking at a simplistic solution to a 
complex problem, and that they are not addressing the real question of 
what it will take to truly understand where the epidemic is going.

What would a comprehensive HIV surveillance system look like?

The CDC Advisory Committee on the Prevention of HIV Infection 
has stated that the goals of HIV/AIDS surveillance are:

1. ) To target primary and secondary prevention
2. ) To evaluate the efficacy of prevention activities
3. ) The determine eligibility for government resources 

for services for HIV- infected persons
4. ) To project resources needed to provide care and 

prevention interventions
5. ) To educate the public about the scope and impact of 

the HIV/AIDS epidemic

I would argue that, in order to meet these goals, we need data 
far more than we need names. Case reporting (named or unique identifier) 
is the most traditional public health effort to monitor an epidemic. It 
is also the least imaginative and least well-suited for an on-going 
epidemic of the complexity of HIV/AIDS. I believe we must challenge the 
public health community to develop much more innovative methods to 
provide needed information.

I find it highly ironic that the CDC is prepared to push for 
named reporting at this point, when two years ago they rolled over and 
played dead when the Survey of Child Bearing Women, a blinded 
seroprevalence study done in 46 states, was taken away. It is precisely 
this kind of study that is needed to enhance our understanding of the 
epidemic for both care and prevention services. Reinstatement of the 
SCBW should be a major priority of enhanced surveillance avtivities.

While I am not a trained epidemiologist, I would like to offer 
some ideas (some close to what is being done, some much further out of 
the box) about what elements of an innovative national surveillance 
program might look like. I don't pretend that this is a comprehensive 
list, but rather one that gives some picture of the kind of activities



that would, taken together, provide decision-makers and communities with 
the information they need to make informed decisions about resource 
distribution. Some of the ideas 1 have suggested make the assumption 
that HIV reporting is in place.

As stated above, reinstatement of the SCBW should be a high 
priority for all of us. This population based study provided incredibly 
valuable information about the spread of HIV among women of child 
bearing age.

Similarly, other blinded seroprevalence studies (part of the 
"family of surveys") that are currently conducted in sexually 
transmitted disease clinics and drug treatment facilities should be 
greatly expanded to reflect greater geographic scope and range. While 
economic consideration may limit how far it can be expanded, a system of 
near universal blinded screenings in these settings would provide a 
highly sensitive surveillance tool for the populations that use these 
resources. In addition, we should look for other settings where such 
blinded studies can appropriately be conducted.

Several years ago, there was serious discussion of a national 
door to door survey that involved blinded testing. This idea should be 
resurrected. Especially with the availability of newer, less intrusive 
collection techniques, there may be a higher rate of acceptance of 
testing than ever before. Such a survey could collect important data 
about the geographic, demographic and behavioral factors relating to 
infection. Oversampling could be used with key populations and in key 
localities. Repeating the survey on a regular basis would provide 
valuable information about incidence.

Sentinel studies should be strengthened in areas where there are 
particular concerns. Sites around the country serving important 
demographic or behavioral populations should be selected, and monitoring 
HIV infection rates by the clients of such facilities on an on- going 
basis provides valuable information. Outreach testing in key locals 
(shooting galleries, bars, bathhouses, homeless clinics, low income 
neighborhoods, migrant worker camps, etc.) should be enhanced and 
incorporated in these sentinel studies.

Increasingly, we need to use technology that allows some 
estimation of how recent or distant an infection is: measures such as 
CD4 counts and natural viral development markers can help "date" new 
infections among those testing positive.

Collection of data on all HIV testing, not just positive tests 
results. Knowing how many people in any particular population test 
positive without knowing how many people in that group
were tested is of limited use. Being able to have data about the 
percentage of people in any particular population seeking testing who 
have tested positive would be valuable, but at the moment that data is 
only widely available for publicly funded alternative test sites (and, 
in some cases, other STD, prison and similar clinics). According to CDC, 
only 15% of positive tests come from the publicly funded ATS facilities, 
while 52% were in private physicians, clinics and hospitals. It would



not be necessary to collect names in order to obtain this kind of data.

Behavioral surveillance should be given greater emphasis, 
including greater use of the sexual behavioral elements in the BRFS and 
the YRBS, increased use of the behavioral information being collected in 
countless local prevention and service products, and selective studies 
to measure the prevalence of HIV risk behaviors in key populations. 
These studies should be matched with local data about HIV 
prevalence/incidence and solid scientific information about transmission 
efficacy.

Priority should be given to development of mathematical modeling 
techniques that allow more accurate estimation of HIV in various 
communities, and assistance in applying these techniques in various 
environments. The CDC should commit itself to analyzing data annually 
and releasing estimates of HIV prevalence and incidence based on that 
data and these models.

Enhanced technical assistance programs for health departments, 
community planning groups, planning councils and consortia are sorely 
needed. Data is currently poorly used in most places, and much more 
effort needs to be made to help key players understand and effectively 
utilize this data.

This is by no means a comprehensive list, but instead serves, I hope, to 
stimulate thought and discussion on alternative or complements to HIV 
reporting that can help achieve our goal of having adequate information 
to shape our prevention and care efforts.
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Qs and As for use with the Media
Anticipated in response to MMWR on evaluation of Non-Named Unique Identifier Systems

Q1 What did this evaluation of Ul-based HIV surveillance find?

A1 The evaluation revealed that social security number based UI systems do not provide 
reliable data for directing prevention and treatment and may not reduce confidentiality 
concerns. Specifically, the SSN based UI systems are limited in performance as follows:
* Completeness of reporting for the UI system (26 to 52 percent) was far less than for 
name-based HIV surveillance systems (79 to 90 percent).
* Many members of the affected communities may not have SSNs.
* Health departments could not reliably eliminate duplicate case reports from the UI 
systems.
* The Ul-based systems in these slates did not request HIV risk information on the initial 
case repons. Although risk information may be available on follow-up with providers, 
these Ul-based systems greatly increase the complexity of follow-up necessary to 
complete basic risk information.
* The Ul-based systems precluded the integration of HIV surveillance data with other 
relevant name-based public health information systems (e.g. tuberculosis).
* Ul-based systems may not diminish the risk of breaches in confidentiality when 
providers are required to maintain logs to match UIs with patients, because this 
approach increases the number of lists of HIV infected people that could be disclosed 
in a breach of confidentiality.

Q2 Why is HIV surveillance needed?

A2 There is an urgent public health need to implement HIV surveillance. In comparison 
to AIDS surveillance alone, HIV surveillance provides population-based data not 
affected by treatment advances. In addition. HIV surveillance provides more timely 
information than AIDS surveillance about the changing demographics of tlie epidemic. 
HIV surveillance can also offer a more complete assessment of the burden of pediatric 
HIV infection and effectiveness of prevention interventions to reduce perinatal HIV 
transmission.

Q3 Will CDC be recommending name-based HIV surveillance?

A3 CDC has not finalized its policy on HIV surveillance. CDC recommendations will 
be published in draft form in a guidance document that will be released in the next 
few months. Because surveillance data arc so critical to prevention and treatment 
services, (these data translate into prevention, services, and care for people with 
HIV/AIDS at national, state, and local levels) CDC must recommend approaches 
based on their performance. Any potential HIV surveillance system will need to meet 
very specific performance criteria for effectiveness and security. The upcoming guidance 
will specify these criteria.
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Evaluation of HIV Caaa Surveillance Through the Uee of Non-Named Unique 
Identifiers-Maryland and Texas, 1994-1996

CDC Evaluation of Unique Identifier-Based HIV Surveillance Systems Finds that 
Current Ul Systems Provide Limited Data and May Not Reduce Confidentiality 
Concerns

This article reports findings from a three year evaluation of HIV surveillance 
systems which utilize unique identifiers |UI) as the basis for HIV case reporting. 
Currently, 31 states conduct name-based HIV surveillance as an extension of their 
AIDS surveillance systems (3 for pediatric HIV infection only). Because of concerns 
about name-based reporting, CDC has worked with Maryland and Texas since 1994 
to evaluate HIV surveillance systems which use a Ul, based primarily on social 
security number, to report HIV cases. The evaluation revealed several problems 
with these Ul systems, including a high number of reports with incomplete codes 
(approximately 30-40%), low rates of completeness in reporting (approximately 25- 
50% complete), difficulty in conducting follow-up on specific cases, and the 
absence of behavioral risk data in this system. Additionally, a U(-based system 
may not reduce the potential risk for a breach of confidentiality when providers are 
required to maintain lists to link the Ul with patients because this approach 
increases the number of lists that could be disclosed in a breach of confidentiality.
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Barawan Somali Refugees — Continued
Because some Barawan Somali refugees were infected with both helminthic and

protozoan pathogens, the interim recommendation for^^n^  ̂
with 3-dav mebendazole was changed to single-dose albendazole (400 mg per kg of 
body weight) for all persons except pregnant women. This approach was considered 
preferable because of the high prevalence of mixed intestinal parasites. cost
of albendazole, and the ease of single-dose therapy before departure (4-6). The opti­
mal choices of agentls) and duration of therapy for mass treatment of intestinal para­
sites among refugee populations remain to be determined.

The program of enhanced screening for and management of infectious diseases 
among this vulnerable refugee population enabled the implementation of Populat.on- 
based interventions before members of this group dispersed to multiple locations in 
S20 states. CDC is notifying health officials in the states m which refugees are being 
resettled of the results of the pre-embarkation medical screening arid treatment. CDC 
also is working with lOM and state refugee health programs to develop a shared data­
base of refugee medical screening results.

Tpple M, Keane V. McCance C. Campbell CC. Malaria in East African retuoees r«- 
' settling to the United States; development of strategies to reduce the risk of imported malaria.

J Infect Dis 1995;171:489-83.
2 CDC. Malaria in Montagnard rofugaes—North Carolina, 1992. MMWR 1993;42;1B«.
3'. Gyorkos TW, Frappler-Davignon L MacLaan JO. Viens R Effect of screening and treatmen 

on imported intestinal parasite ir^fections: results from a randomized, controlled trial. Am J
a Rawurt CP L^ambert MTa^ouioumieJ, Ripen C. Evaluation of the treatment of intestinal helmin-

‘thiascs with albendazole in Djohong (North Cameroon). Trop Mad Parasitol l990;41;46-8^
5. Pungpak S, Singhaaivanon V, Bunnaq D, Albendazole as a treatment for Glardia infection. Ann
6. Half A^hllh^Va Albef dlzole as arrestment for infections with Giardia duodenalis in children 

in Bar^glodcsh. Trana R Soc Trop Mad Hvfl 1993;87:84 6.

’Albendazole is currently approved by the Food and Drug Administration for treatment of 
neurocysticarcosis and hydatid disease.

Evaluation of HIV Case Survalllanco 
Through the Use of Non-Name Unique IdentHiers —

Maryland and Texas, 1994-1996

Notifiable disease reporting laws or regulations in states and territories require re­
porting of acquired immunodeficiency syndrome (AIDS) cases, including patient and 
physician names, to state or local health authorities. As of January 1, 1998, a total of 
31 states were conducting name-based human immiinfideficiency virus (HIV) case 
surveillance by using the same methods as surveillance for AIDS. However, because 
of concerns about name-based HIV surveillance, Maryland and Texas implemented 
HIV surveillance using non-name unique identifiers (UD*. This report summarizes a 
3-year collaboration by CDC and these states to evaluate Ui surveillance for HIV Infec-

-Reponino irTMarvlancI is axempierf fnr nnn.state residents; persons who are tested at anony­
mous last sites; ara blood, semen, of tissue donors; and participants of certain research 
projeas. No exemptions to reporting exist in Texas.
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H/V Case Surveillance — Continued
tion; the findings indicate some limitations to the use of a Social Security number, 

based Ul for HIV surveillance.
In both Maryland and Texas, Ul surveillance for HIV was implemented m early 1994, 

and both used the same 12-digit numeric Ul code (comprising the last four digits of the 
patient's Social Security number [SSNl, six-digit (month/day/vearl date of birth IDOB], 
one-digit code for race/athnicity. and one-digit code for sex). HlV-infection reports in­
cluded residence data, diagnosing facility, and date of test, but did not include mode 
of HIV exposure. In both states, Ul HIV surveillance databases were maintained sepa­
rately from name-based AIDS surveillance databases.

Evaluation criteria included the proportion of reports with full Ul codes, timeliness 
and completeness of HIV reporting, and potential for matching the Ul-based case re­
ports to alternate databases. In Texas, selected HIV reports also were evaluated for 
ability to follow back Ul reports to patient records: in Maryland, provider compliance 
with maintaining patient surveillance logs was assessed. During July 1994-December 
1996, Maryland reported 6412 AIDS cases and received 9971 HlV-infection reports, 
and Vexes reponed 12,041 AIDS cases and received approximately 23,000 HlV- 

infection reports.

Maryland
In 1993, the Maryland legislature mandated Ul reporting of both positive HIV tests 

and patients with CD4+ T-lymphocyle counts of <200 cetls/pL [CD4-h)’. Hcalth-corc 
providers requesting HIV or CD44. tests are required to construct the Ul code for each 
patient, include the code on the laboratory slip, and record it in a surveillance log that 
matches the Ul to patient identifiers (e.g., medical record number, patient name, or 
other patient codel for purposes of case investigation and follow up. Laboratories li­
censed by Maryland are required to submit the Ul-based reports to the state health 
department through the local health departments.

Of 9971 HlV-infection reports entered during July 1994-D0cembsr 1996, all Ul ele­
ments were present for 7119 (71%) (Table 1). Element-specific presence ranged from 
78% (SSN) to 98% (DOB and sex). The proportion of reports with full Ul increased 
during July l994->June 1996, and declined slightly during July-December 1996. The 
median time from date of HIV test to receipt of report by the state health department 
was 20 days (range: 1-847 days). During October-November 1997, all 72 providers in 
nine counties of eastern Maryland (the counties reported 3% of AIDS cases in Mary­
land in 1996) for whom laboratories had submitted HlV-infection reports were con­
tacted to determine the proportion of providers who maintain the required 
surveillance log linking Ul to patient identifiers; 32 144%) of these providers main­
tained logs.

Completeness of HlV-infection reporting was estimated by comparison to cases of 
AIDS reported in the AIDS surveillance registry. Of AIDS cases with dates of HIV diag­
nosis from July 1995 through June 199G, data elements to construct Ul were available 
for 633 (85%) cases. Of these. 219 (50%) matched to HlV-infection reports with full Ul 
in the Ul database (Table 2).

Data from the Maryland HIV counseling and testing (C&T) system (excluding sices 
offering only anonymous HIV tests) were used to evaluate the proportion of records

I HIV-irifocted persons with a CD4+ T-Iymphocyle count of <200 cells/pL meet the 1993 expanded 
AIDS surveillance case definiiion and are reportable bv name for AIDS surveillance.
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Reports/DoTB
element State

July- 
Dee. 1994

Jan.-
Junel99S

July- 
Dee. 199S

Jan.- 
June1996

July- 
Dee. 1996 Overall

Total no. reports MD 2.238
3,932

1.691
3,399

1,066
3,597

1,881
2,852

2,295
2.339

9,971
16,119

Data element^ 
Social Security 

number
MD
TX

69.6
56.7

73.1,
68.6

81.2
65.0

83.5
69.5

84.5
75.2

78.4
66.0

Date of birth MD
TX

95.2
80.4

96.3
09.8

98.7
93.1

99.3
96.8

98.8
97.6

37.6
92.6

Sex MD
TX

96.8
gi.s

97.2
97.5

98.7
98.4

99.2
99.1

99.4
97.9

98.3
96.6

Raco/Ethnicity MD
TX

95.8
80.8

88.5
91.6

91.B 
94.4

94.0
97.1

89.9
95.4

99.8
91.1

% Repons with 
full Ul

MD
TX

61.3
51.8

55.9
61.9

74.9
61.6

78.5
66.5

76.5
71.3

71.4
61.6

' Proportion of all reports containing specific Ul data elements.

with full Ul and completeness of HlV-infection reporting. In early 1995, counselors 
were instructed to obtain Ul code information from clients and record the Ul on the 
HIV C8iT record- During 1995-1996, a total of 1093 records with a positive HIV test 
were entered into the C&T database; of these, all Ul elements were present for 94%. 
HIV C&T reports for persons who had HIV diagnosed from July 1995 through June 
1996 were matched to the Ul database. Of the 528 reports, 276 (52%) matched.

Teitas
In 1994, the Texas Board of Health amended regulations to require named reporting 

of HIV-intected children aged <13 years and Ul reporting of HIV-infected adolescents 
and adults. Both health-care providers ordering an HIV test and laboratories perform­
ing the test report confirmed HIV infections to the Texas Department of Health (TDH} 
through the local health departments. Neither providers nor laboratories are required 
to maintain registries linking Ul to patient identifiers.

Approximately 23,000 HlV-infection reports were received at TDH during the evalu­
ation period. Since 1995, TDH excluded approximately 7000 paper HIV reports with 
three or more missing Ul data elements. Of 16,119 HlV-infection reports entered into 
the Ul database, all Ul elements were present for 9923 (62%^ (Table 1). Element- 
specific presence ranged from 66% (SSNI to 97% (sex). Overall, 60% of reports were 
submitted in periodic batches, which had a longer time from dale of HIV test to receipt 
by TDH (median; 173 days; range: 26-974 days) than the 40% of reports submitted 
individually (median: 59 davs: range; 2-90B days).

Completeness of HlV-infeciion reporting was estimated by comparison to AIDS sur­
veillance data using the same methodology as in Maryland. Data elements to con­
struct Ul were available for 1762 (79%) of AIDS cases with dates of HIV diagnosis in the
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HIV CffXH Surveillsnee — Continued
TABLE 2. Percentage completeness of HlV-infection reporting, availability of unique 
identifier lUI) data elementa in ahemate databases, and sources of report — Maryland 
and Texas, July 1994-Dacember 1996

Characteristic
Maryland
|ns9,971|

Thkbs
[n=16,119|

Completeness of reporting 
HIV*
CD4+ T-lymphocyte count* 
HIV*

Availability of Ul data 
elements in alternate 
databases
Birthl
Death
Sexually transmitted 

dieeaee 
Tuberculoeie 
Drug assistance**
Medical assistances^ 
Hospital discharge

Soureo of HIV report 
Public 
Private

50.4
44.4 
52.3

No
Yas

No
No
Yes
Yes
No

26.0
NA'
NA

No
Yes

No
No
Yes
No
No

30%
70%11

77%SS
23%*“

*AIDS cases reported through July 1997 compared whh the Ul database.
’’Not available.
*HIV cases diagnosed from July 1995 through June 1996 in HIV counseling and testing eiias 
compared witn the Ul database. 

lUsfld for pediatric AIDS surveillance only.
**Faderal- and state-funded medication program.
"Federal- and state-funded medical-assistance program.
*'Includes local health departments and state laboratory.
mincludes community-based organizations and private clinics and laboratories.

’••Includes community-baaed organizations, hospitals, private physicians, clinics, and 
laboratories.

specified period (Table 2). Of these. 454 (26%1 matched to HlV-infection reports with 
full Ul in the Ul database.

To evaluate the feasibility of epidemiologic follow up, TDH sampled 765 HlV- 
infection repoas submitted during January 1995-June 1996, in six areas of the state, 
reflective of variation in geography, demography, HIV morbidity, and reporting 
sources. Of these, 456 (60%) could be matched to a client record using any combina­
tion of Ul (including records without full Ul), health-care provider name, date of test, 
residential information, and other locally evailable information. Matched records that 
were missing the SSN data element (n=208) were reviewed to determine whether 
these data could be located. SSN could not be located for 120 (58%) of these records. 
Reported by: L Solomon, DrPH, L Eldred. DrPH. J Markowitz, PhD. P Ryan, MS, G Benjamin, 
MD, Maryland Dept of Health and Mental Hygiene. AS Robbins, PhD. CW Hamaker. SA King, 
MA, SK Melville, MD. MC Thomas, MS. DM Simpson. MD, State Epidemiologist. Texas Dept of 
Health. Oiv of HIV/AIDS Prevention-Sun/eillance and Epidemiology, National Center for HIV, 
STD, end TB Prevent/on, CDC.
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HIV Case Surveillance — Continued

Editorial Note: HIV and AIDS surveillance data are needed to provide reliable 
population-based data to guide public health programs. During 1995-1996, the first 
declines in the incidence of AIDS-opportunistic tnfeaions and AIDS deaths were re­
ported in the United States (6% and 23%, respectively), in part, as a result of increas­
ingly effective HIV therapy (7). On the basis of revised HIV treatment guidelines (2), 
the impact of treatment advances on AIDS trends is expected to continue and will 
reduce the usefulness of AIDS data alone to monitor HlV-infection trends and morbid­
ity. CDC and other public health and advocacy organizations have recognized the need 
for national HIV case surveillance while continuing to discuss the relative merits of HIV 
surveillance methods based nn numeric codes compared to the name-based ap­
proach employed for AIDS surveillance 11,3).

CDC uses established criteria to evaluate performance of public health surveillance 
systems to provide accurate data to target prevention and care programs id). States 
conduct active surveillance using existing name-based clinical and public health re­
cords to decrease the reporting burden un providers, eliminate duplicate reports, and 
facilitate epidemiologic follow-up. These methods enable AIDS surveillance to attain 
high performance standards a.s reflected by completeness of reporting (>85%) (5 ) and 
documentation of risk exposures (>93% of cases) (6). Evaluation of name-based HIV 
surveillance has shown 74%-97% completeness of reporting (7; CDC, unpublished 
data, 1997), and documentation of risk exposures (>76% of cases) (6). Secure and 
confidential surveillance practices are required as a condition for receipt of federal 
resources for HIV and AIDS surveillance. At the state level, the most comprehensive 
protections of medical data apply to government-held data, and most specifically to 
HIV-related data (6). Names are removed before encoded and encrypted AIDS or HIV 
surveillance data are transmitted to CDC.

The evaluations in Maryland and Texas indicated that the use of Uls limits the 
performance of an HIV surveillance system and complicates efforts to collea risk- 
behavior information. Both systems demonstrated timely reporting. Although data 
from both states indicated increases in reporting of the SSN data element during the 
evaluation period, overall 22% of reports in Maryland and 34% in Texas were missing 
the SSN element, which contributed to a high rate of incomplete case reporting. The 
follow-back investigation in Texas suggests that SSNs are not readily available in cli­
ent or medical records but, in the controlled environment of the Maryland HIV C&T 
system, counselors were able to collect SSNs for most clients. The completeness of 
reporting also may be affected by the ability of providers and laboratories to use Uls 
as part of routine HIV-testing practices. For example, one large laboratory providing 
HIV-testing services in Maryland did not report HIV infections during the evaluation 
period. The difficulty in collecting HIV data when persons are tested out of state also 
may affect completeness of reporting and the ability to eliminate duplicate reports. 
Maryland is continuing to evaluate its U1 surveillance system, and Texas is exploring 
alternative HIV surveillance systems with input from community groups.

Effective HIV surveillance systems must Include HIV risk information; however, this 
information often is not available at the time of the initial Ul case report, and follow-up 
with health-care providers is necessary. To supply follow-up information, health-care 
providers must use lists or other mechanisms tn link the Ul to patient Identifiers. The 
Ul approach complicates efforts to collea this information and increases the number 
of lists of HIV-infected persons that could be disclosed in a breach of confidentiality.

(Conxinued on page 1271)
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HIV Cose Sutveillance — Continued
CDC has recommendod that all states and territories conduct HIV case surveillance 

as an extension of their AIDS surveillance systems (7). In addition, CDC is developing 
technical guidance to enhance security practices, standardize confidentiality laws and 
regulations, and promote uniform standards for HIV case surveillance systems. These 
guidelines will assist states and territories in implementing HIV case surveillance us­
ing data-collection and data-storage methods that provide high quality HIV surveil­
lance data while assuring the confidentiality of surveillance information,
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U.S. Reporting ofH.LVi Patients
A StepThat Many States Have Avoi4<^(iy Amid Questions of Privacy

By LYNDA RICHARDSON
In deliberate but cautious steps,' 

the,Centers for Disease Control and ■ 
,Prevention is urging states to re­
quire that people infected wlto H.I.V. 
be'reported to state health dep^- 
ments, following the same practice 
used for infectious diseases like tu­
berculosis and syphilis.

AIDS cases are required to be re­
ported in every state. But officials in 
New York and many other states 
have refrained from similar report­
ing efforts with H.I.V.-positive pa­
tients who do not have the symptoms 
that meet the definition of AIDS. 
Many groups of advocates for people 
with AIDS have said that reporting 
H.I.V. patients would deter people 
from getting tested and receiving 
early'treatment.

Twenty-six states, including New 
Jersey, now have H.I.V. reporting. 
Those states, however, account for 
just 24 percent of all AIDS cases 
reported through last year. 'New 
York, which had the highest rate of 
reported AIDS cases last year, does 
inot require H.I.V. reporting.

In an article published Thursday 
in "The New England Journal of Medi­
cine, Dr. John W. Ward, the chief of 
the centers’ H.I.V.-AIDS surveiilance 
branch, and two co-authors propose 
a national system of mahdatoiy 
H.I.V. reporting. The authors argue 
that better drugs:have delayed the 
progression to AIDS-related^illness- 
es and death for many people, and 
tiiat AIDS no longer lends itself to 
monitoring based only on its most 
advanced stage.

“Unless we revise our surveiilance 
system,” the authors wrote, “health 
authorities will not have reliable in­
formation about the prevalence, inci­
dence, and future directions of H.I.V. 
infection, the kinds of behavior that 
currently increa^ the risk of H.I.V. 
transmission, or toe heightened im­
pact on specific subpopulations, such 
as racial and ethnic minorities and 
women. To correct these deficits, we 
propose all states require H.I.V- case 
reporting.”

. In the Jtist few months, public dis­
cussions have intensified oyer H.I.V,

Early next year, toe health agency 
plans to issue a set of recommenda­
tions that will address whether the 
names of H.I.V.-positive people 
should be reported to health depart­
ments, a practice that is opposed by 
many advocacy groups that favor 
coded identification.

The journal article was written by 
Dr. Ward of the Atlanta-based cen­
ters; Lawrence O. Gostin, a director 
of the Georgetown University-Johns 
Hopkins University Program on Law 
and Public Health and a member of 
the health agency’s advisory com­
mittee; and A. Cornelius Baker, the 
executive director of toe National 
Association for People With AIDS, a 
leading constituency group based in 
Washington.

Many advocacy groups have soft­
ened their opposition to H.I.V. report­
ing in recent months because of med­
ical advances, but most groups, in­
cluding toe one headed by Mr. Baker, 
have-resisted revealing names. Last 
monto. the National Association for

Seeking to treat 

HI, V, infection like 

other diseases, r? u

P^ple with Aids adopted a policy 
that such reporting should be sup­
ported “uhdef"'ho ’circumstances.” 
Mr. Baker characterized toe journal 
article as neutral on whether to use 
names or coded identification.

But toe article said coded identifi­
cation did not provide reliable data 

! at tt toasdnable cost, citing two 
states, Maryland and Texas, that use 
coded:identifiers that Consist of the 

'last four digits of the Social Security 
number, a? well as; birth date, sex 
and race.

In addition, the authors wrote that 
H.I.V. reporting would not create

ber of infected people listed in Gov­
ernment records and Would generate 
a firestorm of debate over potential 
invasions of privacy and discrimina­
tion.

Some states, including New York, 
would require legislation to conduct 
H.I.V. reporting,' though many other 
states could put it into effect through 
health department regulations.

.To counter the journal article; the 
American Civil Liberties Union is­
sued a position paper last week on 
H.I.V. reporting, its first in nearly a 
decade. It said reporting names was 
“bad public policy,” and cited nu­
merous studies that indicate it would 
drive infected people underground.

Michael Adams, a staff counsel 
with toe American Civil Liberties 
Union’s AIDS Project, said; in an 
interview that his organization , was 
not opposed to H.I.V. reporting as 
long. as coded identification was 
used. But Mr. Adams said the tone of 
the journal article “seems to focus 
on toe weaknesses of unique identifi­
ers without focusing on the weak­
nesses of name reporting.”

“It’s no secret that this is a step 
: that toe C.D.C. is seriously "talking 
about taking,” Mr. Adanis said. “We 
hope wb can jump into the debate 
and influence where they are going 
with this.”

nie Centers for Disease Control 
cannot force states and cities to com­
ply with its recommendations be­
cause it is not a regulatory agency. 
But toe agency. Which sends Federal 
money to health departments for 
surveillance purposes, has toe power 
to condition the terms uhder which 
they receive the funds, Mr. Gostin 
said. The centers could effectively 
force toe states and the six cities 
hard hit by the epidemic to comply 
by changing the terms of th^r co- 

. operative agreements, !Mr. Gostin ; 
■said:- ■' ■.! - '

In New York City, which has toe 
largest number of AIDS cases in toe 
nation and receives agency funds 

: independently from toe ^ate, 88 per­
cent bf a $4.2 million AIDS surveil-unlque privacy contems. The names . _

qf.iri|ert^%I^already^aveb^n -lance■ 
reporting,as,toeC.D.C.hascopvbned, ^tered^lpto^ dam bases; Jike erto^ .
two meetinas with State and Federal; those of M^icald and drug-^slst- , Pf. Ward of toe

ahee regliitrtes. In Addition' tp;beiiig ; totertdeW that there Were no “Imme- : 
Widely uSted by lttsHirers, managed- -dlate plans.’’ to ^1^ funding ;
care organisations' and researchers, to a willingness to conduct manda-
toe authors said. tory H.I.V. reporting. ■ '

A national system of H.LV. report- But Dr. Ward did hot rule out a 
ing by name Would retoovd a cloak; of ) change of the- terms under which 
privacy that has Ibng surroipided , states and cities receive federal tiur- 
AlDS. The mbve would greatly, ex- velllance funds. “That’s something 
pand, by tens of thousands, the num- we have to decide on,” he said.

two mootings yrtfh ,state and foderal 
health ioxportsj and toe ^leaders of 
ipromlnent, advocacy , groups,, fpr 
AIDS patlents.Apd on Sept.f8,'inone 
obscure sentence of a weekly mor­
bidity and mortality report published 
by toe centers, toe agency made its 
first official statement that H.I.V. 
reporting should be conducted na­
tionwide: f
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Vancouver, a City With Ever3rthing, Finds It Has AIDS Too
VANCOUVER, British Columbia, 

Oct. 20 (AP) — In this modem, up-to- 
date city, a pocket of poverty is reel­
ing from one of the worst AIDS epi­
demics in any wealthy nation.

Fifteen blocks known as Down­
town Eastside form the poorest ur­
ban neighborhood in Canada — a 
seamy mix of pawn shops, taverns 
and decrepit rooming houses. The 
Eastside’s dmg addicts are becom­
ing infected with H.I.V., the vims 
that causes AIDS, at such a rapid 
pace that health officials have de­
clared the first medical emergency 
ever in Vancouver.

Experts estimate more than 6,000 
addicts frequent the area, perhaps 
half of them infected with the virus 
because of pervasive sharing of con­
taminated needles.

Dr. Martin Schechter, an epidemi­
ologist at the University of British 
Columbia, said the infection rate 
among Easfside drug users is nearly 
20 percent annually.

The problem has been building for 
several years, but came into the 
spotlight this month when Bud Os­
borne, a community leader and for­
mer addict, convinced fellow mem­
bers of Vancouver’s health board to

declare a medical emergency. “This 
epidemic is kind of like the plague,” 
Mr. Osborne said in an interview. 
“It’s going to spread.”

Under the emergency, the prov­
ince allocated $2.2 million to combat 
the epidemic, and pressure is rising 
for the national Government to help.

The epidemic is raging despite the 
city’s ambitious needle-exchange 
program, which started in 1988. More 
than 2.5 million clean needles are 
distributed annually, but many ad­
dicts do not bother to use them.

Dr. Schethter said H.I.V. infec­
tions in the Eastside began multiply­

ing about four years ago when many 
addicts changed habits: they
switched to a dozen or more injec­
tions a day of cheap cocaine, rather 
than two or three of heroin.

“The number of injections per day 
goes up — the ability to take precau­
tions goes way down,” he said.

Though other Canadian cities have 
similar problems among drug-users, 
the Eastside stands out in an other­
wise prosperous city that is assum­
ing an international role.

Some of Vancouver’s addicts are 
Indians from impoverished rural 
reservations, but the city’s mild win-

NE A13

ters and relatively generous social 
programs tdso attract the down-tuid- 
out from across Canada.

“These are people who are totally 
marginalized, and there’s a very cal­
lous attitude toward them,” said Lib­
by Davies, who was elected this year 
to Parliament from the district that 
includes the Eastside.

Ms. Davies has been frustrated by 
the reaction to her pleas for assist­
ance: She said the Health Minister 
told her it was a problem for the 
Justice Ministry, and the Justice 
Minister told her it was a health 
problem.

Precise statistics are hard to come 
by, but the Vancouver Native Health 
Society earlier this year registered 
600 drug-addicted Indians in the

Eastside who were H.I.V.-positive. 
The society says that at least 31 have 
died, and that it is recording a new 
infection each day.

The health board has asked its 
staff to develop a plan of action by 
the end of this month. This will prob­
ably include expanded needle-ex­
change and addiction treatment, and 
recommendations to improve living 
conditions in the Eastside.

Real estate prices in Vancouver 
are among the highest in Canada, 
and little low-income housing is be­
ing built. Mr. Osborne, the communi­
ty leader, said owners of the East- 
side’s cheap hotels are content to let 
them deteriorate, hoping the area 
will turn around, Ufting property val­
ues.



Richard Cohen

Gays: The Attitude of ’63
In “Gay Metropolis: New York City 

1940-1996,” Charles Kaiser writes of the time 
when a New York Times editor, noticing more 
and more gays in Gotham, ordered up a story 
that referred to homosexuals in the alarmed 
manner medieval Europeans must have used 
when talking about the Black Death. “Growth of 
Homosexuality in City Provokes Wide Con­
cern," said the Page 1 headline. The year was 
1963, yet somehow, the United States went on to 
win the Cold War.

’ The stunning homophobia of that article, 
routine for the times, if not the Times, seems 
almost incomprehensible now. And yet, it was 
only in 1993 that a distinguished senator, 
alarmed that President CUnton might allow 
gays into the armed services, rushed down to 
some military base to measure the distance 
between bunks. This was Sam Nunn of Georgia, 
a usually sagacious man who let his prejudice 
and ignorance get the better of him.

In the end, Clinton had to swallow a measly 
compromise with both the Nunns of the Senate 
and the Colin Powells of the military and settle 
for his “Don’t Ask, Don’t Tell” policy, which still 
treats gays as pariahs. In fact, some gay and 
lesbian organizations insist things are worse for 
homosexuals in the mibtary now than it was 
before Clinton attempted reform.

So it is meaningfol that Vice President A1 
Gore last week chose to praise the television 
show “Ellen,” whose main character came out 
of the closet last season—as did Ellen DeGe- 
neres, the actor who plays Ellen. The upshot fif 
you happened to be on Ae Mir space station at

the time) was the usual Time-Newsweek-Peo- 
ple tsunami of publicity and the solemn assur­
ance that nothing will ever be the same-^until 
next week, that is.

Still, these things do have an effect. It is not 
the effect some people seem to fear—that 
heterosexuals will become homosexuals in 
numbers that once so worried the New York 
Times. It is, instead, that people will see that 
Ellen the perceived heterosexual was not all 
that different from Ellen the announced homo­
sexual. Viewers “were forced,” as Gore inele­
gantly put it, “to look at sexual orientation in a 
more open light.”

Now this is subversive stuff, the Kryptonite 
of bigotry. For once you recognize that the 
object of your loathing is pretty much like you, 
hate becomes difficult. If, for instance, you 
understand that gays have been in the military 
since there have been gays and militaries—way 
before Sam Nunn, that is to say—then you 
might understand that the best policy is virtukl- 
ly no policy whatsoever. Why can’t a person be 
what he or she is—as long as he doeisn’t bother 
other people? This is the policy, I take it, when it 
comes to heterosexuals.

It goes almost without saying that Gore’s 
sensible remarks were instantly denounced by 
conservative groups and, of course, Dan 
Quayle. The former vice president had this to 
say: “I’m always surprised to hear politicians 
promoting the agenda of Hollywood elites. If 
friere’s anybody whose agenda needs promot­
ing, it is the middle-class American family.” ■

I am confused. What gives Quayle the idea

lOjSLl/^T
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that middle-class people cannot be homosexu­
al? In fact, it is these people—and not the sons 
and daughters of the elite—who run into trou­
ble ih the military and are most dependent on 
the tolerance of others to keep a job or a place to 
live. If there is a link between sexual preference 
and gold card status, science has somehow 
missed it.

Quayle, it turns out, is a constant. He is 
immune to intellectual growth—and he is a 
shameless opportunist. He courts the know- 
nothing right wing in the event he decides to 
make a presidential race. But how much more 
bold it would have been if ol’ blue eyes had 
denounced homophobia as one the few remain­
ing acceptable American prejudices and asked 
his fellow conservatives to show some toler­
ance. For one thing, they ought to stop insisting 
homosexuality is a casual choice. It is, I take it, 
about as optional as left-handedness.

It is true that Quayle and Gore have different 
constituencies—and that gay groups play an 
increasingly important foie for Democratic 
politicians. But it is also true that down the road 
Gore will be asked to account for his remarks— 
just as Clinton was made to account for his 
wooing of the gay vote in 1992. When that time 
comes—and the Quayles in the GOP will make 
sure it will—Gore might want to get that 1963 
story. Both the Times and much of the nation 
have moved on. To some on the political right, 
though, gay bashing vrill always be news.
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TV-H Label: 

Haizardous to 

Your Hypocrisy
A warning label on ‘Ellen,’ 

where the sexuality is 
reticent, is insulting.

T
By Robert Dawidoff

'I he one surprise about ABC’s 
pinning of a false and misleading 
child warning label on the hit 

comedy “Ellen” is the possibility, 
against all'evidence; that the network 
pc^bahs have imagination. It takes 
iiyagination to preface this season's 
episodek of Ellen DeGeneres’ Emmy 
winning ^ow with a warning: “due to 
adult content, parental discretion is 
advised.’!

I In a world where words still meant 
what they mean, of coiu-se, this would 
be correct, because adult content—if 
adult means mature, human, funny, 
heartwarming, professional, innova­
tive and real-ris ;what distinguishes 
“Ellen.” But of course that isn’t what 
“adulf’i meapson {TV.

Of course, ^ve?ybody know what’s 
up. Last seasbn, |the character Ellen 
Morgan “can^ out” as a lesbian. And 
this season’s pho^s have made affect­
ing ahd brilliant comedy of the 
Gonsequen'ces. t

Th^ coheerns that last season’s 
hoopla 'Would fesult in a preachy, 
unfuimy show bhve vanished. Millions 
are lalighinfg al^ng with Ellen and her 
frienps, because her own truth has 
made he^ funnier and connected her to 
shared ^erience.
“Ellep’l is a situation comedy, like 

“The Mary Tyler Moore Show,” 
^‘Chedrs” and “Roseahne.” 

'I^wctsHows Sharpen the Interactions 
te^ ij^eople' in plausible situations 

' ' dy. ^6 'are learning along 
undredlctabliB"*Ellen about 

leaiffl'to be a lesbian and What 
, bewildering experience that

can be.
ViTiat is so marvelous about Ellen is 

how she keeps having to confront her 
own internalized version of society’s 
narrow mindedness. You don’t have to 
be ^ desbian to identify with her.

.^hpw that is sexually 
reticent and tender. The 

shiDws that require no 

cdutjpns are routinely lewd, 
viiilgar, blatantly and 

exploitatively sexual as well 
as pointless.

although you may risk having to 
transcend being scared or intolerant of 
a different sexual orientation.

What is so offensive about the 
transparent attempts to censor DeGe­
neres ik not only their hypocrisy and 
craven submission to imagined threats 
to the profits of the network’s owners. 
What really stinks is what the net­
work is advising parents. ABC is cen­
soring the rare show that is sexually 
reticent and tender. The shows that 
require no cautions are routinely lewd, 
vu gar, blatantly and exploitatively 
sexuql as well as pointless.

Do you want your children to learn 
about their desires and about love by 
watching babes and dudes?. Shouldn’t 
we be worrying about what it does to 
people to be told one thing in church or 
at home about morality and responsi­
bility, while their bodies and fantasies 
are being manipulated by for profit 
sexual pandering and merchandizing?

Unlike even the most agreeable gay 
characters on the tube, Ellen can’t be 
reduced to her sexuality. Part of what 
makes the show so good is the show 
has not tried to make Ellen a lesbian 
who doesn’t want love and sex, but has 
created a character who replaces an 
oppressive stereotype by being, like 
all ^eat comedians, an extraordinary 
ordinary human being.

The ABCensors apparently don’t 
watch their own shows. “All My Chil­
dren” has been featuring a story line 
about Kevin, a young man who has to 
deal with being gay and encounters 
the hostility of his family and the kinds 
of quacks who still claim they can 
“cure” homosexuality. Last time I 
tuned in, Kevin had found some sup­
port from his would-be girlfriend and 
some sympathetic adults. As I was 
watching, however, I was terrified 
that he Would end up being another 
one of those statistics, gay young peo­
ple who still kill and* hurt themselves 
because the desires that are natural to 
them are called unnatural by others.

That is the kind of truth that kills. 
“Ellen” is the kind that heals.

Maybe ABC , should warn parents 
this way: “Caution, don’t let your kids 
watch this show, it might prove haz­
ardous to your hypocrisy.”

,Rot>ert Dawidoff is a professor of 
history^ at Claremont Graduate School 
and coauthor, with Michael Nava, of 
"Created Equal Why Gay Rights Matter 
to America.”
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Pond’s Prescription for Quality Care 

wai Be Core of Health-System Overhaul
By Lausie McGinley

STBErr JOURHAI.Doi^to K Clinton Is
to endorse a broad range oj patient 

^tecUons being developed by anadvi- 
Pnnnl wltn Improving the

’’ ““ “i« “niton's^th-care system, aides said. The 
panel s recommendations wUJ become the 
M^oMh “‘Jn'V'''* •’™P°sm ““I will be 
next ye!J “"“‘"‘slratton’s top priorities

"Consumer’s BUI ofaghts, me recommendaUons are being 
““J * subcommittee of Uie

^Ident s advisory panel on consumer 
^tecuons and quality In the health-care 

^'nteniber commission which was appointed In March Is sched-^ -
ul^ to debate the recommendaUonsloUy :
Md may adopt them as early as tomor-

Si'=;.”s£'s • 
Kssp,ss’.r.“,;a' 5£»»S2SS,?r^

adoDUnThnMh“'H I’' wni‘1'
meSll “'tonraont still falls short.

^AdmlnlstraUon officials said they ex- 
trot the consumer groups to line up behind 
^e ronsumer pacltage because It would be 
ms. ‘"P™''®nient over the status quo.

S' “"““"OS esoups are enthu-: 
a^^Uc about a provision that, under cer- ’
Uents !iheriS',“' P“sn"l« P"’ 
l^er^ts the right to appeal denial of care

ss5s^*i,"£K:““

a prudent lay person” would judre to be
to tT/S not to

M * preamble says It’s “Intol*r'healSfinl'urre'’""^-*-''
But me subcomniittee hasn’t reached l““« l«l^

El^urin^^ consumer groups. Including 
rvqulrlng ombudsman programs to helo consumers navigate chS?ffe!m.

health plans: ellminaUng or raising the csps on health-insurant cove™e,"^d 
ending the unequal treatment by Insurers

Utot some of these prop^

rSSiSSSSTS
s..s^;s=s.!sasSi'z.eK.aissj
"dere^Sy Md^tate Md iJISi

, government officials.
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SAN FRANCISCO AIDS FOUNDATION P.Q. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6182

EXECUTIVE SUMMARY OF THE 
HIV SURVEILLANCE AND REPORTING POLICY STATEMENT 

OF THE SAN FRANCISCO AIDS FOUNDATION

Changes in the epidemic have led many public health officials to express increasing concern that 
existing AIDS surveillance efforts are becoming outdated. This has often resulted in the call for 
some type of HIV reporting system.

The San Francisco AIDS Foundation acknowledges there is a need for improved HIV data, if this 
information is used appropriately to better plan for future service needs, target and evaluate 
prevention efforts, and inform resource allocation decisions. However, we strongly disagree 
that HIV names reporting is necessary to accomplish these goals, and we do not believe that 
the benefits of names reporting outweigh the potential negative repercussions associated 
with this type of surveillance system (such os the possibility that some individuals would be 
deterred from seeking HIV testing and/or treatment under such a system).

Any system that is developed should meet the goals of HIV surveillance and the criteria by 
which HIV surveillance systems should be evaluated that are outlined below. Non-names based 
surveillance systems that may be able to meet these goals and criteria, such as reporting systems 
that utilize unique identifiers, must be more aggressively examined in an unbiased fashion as a 
viable alternative to HIV names reporting.

Goals and Appropriate Uses of HIV Surveillance Data

We believe that HIV surveillance should only be designed to help meet the following goals:

• Better determine and understand the demographic and risk profiles of the current epidemic;
• Plan for future health care and social service needs;
• Track new incidence of HIV in order to target prevention efforts;
• Evaluate overall efficacy of prevention efforts;
• Inform rational resource allocation.

Any HIV surveillance system that is developed should include specific mechanisms to ensure 
that surveillance data is utilized to meet these goals. In addition, although certain activities are 
worthy goals of HIV testing and treatment programs.—such as linking individuals to care and 
treatment or identifying additional individuals who have possibly been exposed to HTV—these 
are not appropriate uses of HIV surveillance data, HIV reporting will not make treatment more 
available or acce.ssible and is not needed to conduct effective partner notification.

Criteria That Should Be Utilized to Evaluate HIV Surveillance Efforts

The Foundation believes there arc reasonable and appropriate criteria that must be met to justify 
the use of any particular HIV surveillance system. Specifically, an HIV surveillance system 
should:

10/24/97
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• Not create a disincentive to testing and/or treatment;
• Produce information that is actually utilized for planning and evaluation purposes in a 

manner that has the potential to improve the community’s health;
• Not violate confidentiality and/or civil rights and should include strong enforcement and 

penalties for disclosure of information;
• Not come at the expense of resources for treatment/services;
• Respect individual choice with respect to name disclosure.

Only by meeting these criteria will a system provide sufficient benefit to outweigh any potential 
negative or damaging consequences. A mandatory name-based reporting system would run 
counter to several of these criteria and should under no circumstances be required or encouraged. 
Other systems that do not rely on names, such as some type of unique identifier system, should 
be pursued if it is determined that such a system also meets these criteria.

Unique Identifier Reporting Must Be Examined as a Viable Altemative

The primary HiV surveillance system that is considered a potential alternative to names 
reporting is unique identifier reporting. Under such a system, an HIV-infected individual would 
not be reported by name to public health officials, but rather by some form of a unique code that 
could not be traced back to the person. Many have argued that the data regarding the 
effectiveness of unique identifier systems show that these systems are inadequate and that names 
reporting is the only viable HIV surveillance system available. The Foundation disagrees with 
this conclusion. We do not believe that unique identifier reporting systems have been judged 
fairly in the national debate regarding HIV surveillance systems. Specifically:

• Unique identifier systems have not been funded adequately.
• The evaluation of the current unique identifier systems has not taken into account the fact 

that these systems are relatively new,
• The standard used to judge unique identifier systems has been set unnecessarily high. 

Absolutely complete and accurate data is not needed to analyze broad trends in the epidemic.
• The fact that many states have implemented names-based reporting does not provide a 

legitimate rationale for opposing unique identifier reporting (in fact, approximately 75% of 
individuals living with HIV reside in States that do QQt report HIV cases by name).

The Foundation believes that if public health officials commit to providing proper attention and 
time to developing such a system, a reporting mechanism could be developed that would provide 
adequate and neces.sary surveillance data while greatly reducing the public health and privacy 
concerns related to name based reporting.

In conclusion, the Foundation agrees that improved HIV surveillance data, if used 
appropriately, could benefit people living with HIV. However, collection of this data must 
be done in a manner that minimizes the potential for harm to these same individuals. We 
will continue to work to establish a system that meets both of these important goals.

For a copy of the complete, seven-page position statement, please contact the San Francisco AIDS Foundation 
Public Policy Department at (415) 487-3080.
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HIV SURVEILLANCE AND REPORTING POLICY STATEMENT 
OF THE SAN FRANCISCO AIDS FOUNDATION

Introduction

Changes in. the epidemic have led many public health officials to express increasing concern that 
existing AIDS surveillance efforts are becoming outdated- Because new treatment options are 
thankfully slowing or stopping disease progression in many individuals living with HIV, greater 
numbers of individuals are not progressing to AIDS. These individuals are therefore not being 
reported systematically to public health entities (since in California and many other states, only 
aids cases are reportable). As a result, some public health officials have argued that AIDS case 
data are becoming less indicative of both the number and the demographics of individuals who 
are actually HIV-infected. Often, this has led to the call for HIV names reporting, whereby all 
individuals living with HIV would be reported by name and other identifying infonnation to their 
local and/or state health departments.

The San Francisco AIDS Foundation acknowledges there is a need for improved HIV data, if this 
information is used appropriately to better plan for future .service needs, target and evaluate 
prevention efforts, and inform resource allocaiion decisions. However, we strongly disagree 
that HIV names reporting is necessary to accomplish these goals, and we do not believe that 
the benefits of names reporting for people living with HTV outweigh the potential negative 
repercussions associated with this type of surveillance system (such as the possibility that 
some individuals would be deterred from seeking HIV testing and/or treatment under such 

a system).

Although the Foundation remains strongly opposed to mandatory names reporting, other HIV 
surveillance and/or reporting systems may be available or developed that could provide better 
data regarding the HIV epidemic without having the potentially negative impact of names 
reporting. This could include some type of HIV reporting by unique identifiers, in which an 
individual is assigned a unique and confidential code that is reported, expanded use of 
seroprevalence and seroincidence studies, or some other type of surveillance mechanism.

The remainder of this document outlines what we believe are the goals and appropriate uses of 
HIV surveillance systems, as well a.s criteria that should be used to judge any HIV surveillance 
system that is implemented. Non-names based surveillance systems that may be able to meet 
these goals and criteria, such as reporting sy.$tems that utilize unique identifiers, must be more 
aggressively examined in an unbiased fashion a.s a viable alternative to HIV names reporting.

10 UNITED NATIONS PLAZA 
SAN FRANCISCO. CALIFORNIA 94102-4901
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HIV Surveillance and Reporting Policy Statement 
Page 2

€k)als and Appropriate Uses of HIV Surveillance

We believe that HIV surveillance should only be designed to help meet the following goals;

• Better determine and understand the demographic and risk profiles of the current 
epidemic. Relying exclusively or primarily on AIDS reporting and surveillance makes it 
difficult to obtain a current “snapshot” of the HIV epidemic, and this is becoming even more 
problematic as fewer individuals are progressing to AIDS. However, it should be noted that 
HIV reporting data would be limited in that it would only provide infonnation on those who 
self-select to be tested at a site where they are reported to government officials and/or those 
who seek health care for their HIV status. This data would in no way provide comprehensive 
information on all individuals who are HIV-infected.

• Plan for future service needs. The data gathered through HIV surveillance have the 
potential to provide community planners, leaders, and advocates with information to better 
assess and plan for upcoming healthcare and support service needs for people living with 
HIV/AIDS.

• Track new incidence of HIV in order to target prevention efforts. Ideally, HIV 
surveillance data could help us to better identify who is currently becoming infected (i.e. 
which risk behaviors and/or populations) and identify new trends in the epidemic, so that 
prevention efforts could be more quickly directed to those individuals at greatest risk for 
infection.

• Evaluate overall efficacy of prevention efforts. Surveillance information could also be 
used to help in broadly assessing the effectiveness of HIV prevention strategies. If HIV 
surveillance demonstrates that HIV infections are continuing to increase in a community, this 
may indicate a need to re-evaluate, alter and/or expand prevention efforts.

• Inform rational resource allocation. This data and its ability to assist in planning for future 
needs and targeting and evaluating prevention efforts could also be used to better inform 
resource allocation decisions. Surveillance data has the potential to inform both HIV- 
specific decisions (e.g., to determine funding for different HIV-specific services or for 
particular HIV-affected populations) and to inform broader, non-HIV specific funding 
decisions (e.g., determining spending for HIV and/or health care broadly as compared to 
other services or issues).

Any HIV surveillance system that is developed should include specific mechanisms to ensure 
that surveillance data are utilized to meet these goals. Far too often, surveillance systems have 
been developed that do nothing more than collect data, but are never actually used in a 
meaningful way to plan for improved service delivery or to inform the resource allocation 
process. It is unacceptable to collect this data without it clearly being used to meet goals that 
will benefit individuals living with HIV/AIDS. If the data collected through an HIV surveillance 
and/or reporting system are not actually utilized for these purposes or fail to meet these goals, the

10/24/97
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surveillance system should be terminated and any resources being used to implement such a 
system should be redirected to other urgent health care needs.

In addition, the Foundation believes that the goals listed above are the only legitimate and 
justifiable goals of HIV surveillance. Other ways in which HIV surveillance information could 
be used have been identified, such as increasing direct access to HIV care and treatment and 
identifying additional individuals who have possibly been exposed (e.g. partner notification 
efforts). Although these are worthy goals of HIV testing and treatment programs, the Foundation 
does not agree that these are appropriate goals for HIV surveillance. Specifically;

• HIV surveillance and/or reporting will not make treatment more available or 
accessible. Instead, adequate funding levels of HIV care and treatment services are needed 
to expand access to new HIV treatments. San Francisco serves as an exemplary model for 
getting individuals tested and into early treatment and care not because of any sort of HIV 
reporting system, but because the City has assured adequate funding for these services. HIV 
surveillance or reporting will not in any way expand or improve access to care services,

• HIV reporting is not needed to conduct effective partner notification. Partner 
notification programs are already in place throughout California without any type of HIV 
reporting. If an individual is offered counseling on how to tell his or her previous partners 
about possible exposure to HIV or given the opportunity to have the local health department 
notify these partners, there is no need to have the initial case reported to the government. In 
fact, HIV reporting by name could actually discourage partner notification efforts because 
some individuals might be more reluctant to provide information about their partners if they 
know that their own name is going to be reported to a governmental entity.

Surveillance and reporting efforts have also been justified or used in extraordinarily 
inappropriate ways that actually harm or punish people living with HIV/AIDS. Specifically,
HIV surveillance or reporting systems must be designed so that they can never be utilized to: (1) 
quarantine those with HIV; (2) penalize and/or criminalize individuals accused of transmitting or 
exposing others to HIV; or (3) assist in coercive efforts to mandate use of HIV treatments. In 
addition, these systems should never be used to create and/or maintain a perception the 
government is appropriately and adequately responding to the epidemic. HIV surveillance 
and/or reporting funding should in no way replace current prevention efforts or care and 
treatment services.

Finally, some have argued that HIV should be reportable in order to ensure that standard public 
health tools are applied to HIV. The Foundation does not believe that this justification, in and of 
itself, is a necessary or important goal. Unless applying standard public health tools to HIV 
actually meets the appropriate goals of HIV surveillance that are identified above, there is not an 
inherent value to applying these tools. Furthermore, these public health tools have not proven 
themselves to be uni laterally effective in stemming the spread of other diseases and their 
usefulness must be evaluated in regards to each particular public health issue. Any system that is 
implemented should be designed in a way that acknowledges both the strengths and weaknesses 
of “traditional” surveillance systems and public health methods.

10/24/97
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Criteria That Should Be Utilized to Evaluate HIV Surveillance Efforts

As noted above, the Foundation agrees that improved surveillance efforts have the potential to 
improve HIV prevention efforts as well as care service delivery and planning. However, we 
also recognize that these same systems can have negative consequences for people living with 
HIV and those at risk for HIV infection, such as deterring individuals from seeking testing and/or 
treatment, shifting resources from other HIV services into surveillance, and violating 
individuals* confidentiality and/or civil rights. It is absolutely critical that we examine the trade­
offs between obtaining better data and possible negative impact of this process. Thus, there must 
be a careful examination of any surveillance or reporting system that is proposed.

The Foundation believes there are reasonable and appropriate criteria that must be met to justify 
the use of any particular HIV surveillance sy.stem. Specifically, an HIV surveillance system 
should;

• Not create a disincentive to testing and/or treatment. Several studies have shown that 
some HIV reporting systems (in particular, names reporting) may reduce people’s 
willingness to get tested. Given that an estimated one-third of those believed to be HIV- 
infected have never been tested, surveillance systems should not in any way discourage 
individuals at high risk for HIV infection from being tested. Specifically, anonymous testing 
must remain accessible and available to anyone who would prefer this testing option. 
Anonymous testing must be accessible geographically (i.e., individuals should not have to 
travel great distances to obtain anonymous testing), at convenient hours (including times in 
which individuals are not working), and should be provided free of any charges or fees.

However, the availability of anonymous testing is not sufficient to address these concerns. 
Some individuals might get tested anonymously, find out that that they were HIV infected 
and then avoid treatment because of fear of being reported to the government when accessing 
the health care setting. In light of the treatment options that now exist, it is more important 
than ever that individuals be encouraged to seek HIV testing and early treatment. Any HIV 
surveillance system that is developed must also minimize individuals’ concerns so that they 
are not discouraged from seeking early care and treatment. Mandated reporting by name 
would be the most likely system to increase individuals’ reluctance to seek treatment.

• Produce information that is actually utilized for planning and evaluation purposes in a 
manner that has the potential to improve the community’s health. As discussed in the 
goals section, it is absolutely critical that this surveillance data actually serve an important 
public health role in providing useful and timely information that is used to inform 
community planning and target and evaluate prevention efforts. If a surveillance system does 
not prove to be useful in this regard after its implementation, this data collection exercise 
should be stopped. Specifically, this data should clearly provide individuals living with HIV 
and those at risk for HTV infection with meaningful information to make decisions for 
themselves and should be used to ensure adequate availability of care and treatment services 
for people living with HIV.
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In addition, surveillance data should provide useful and timely information that is accessible 
to the community (i.e., the data should be shared and widely distributed within the 
community). If the data is not timely or accessible, it will not provide sufficient benefit to 
people living with HIV to justify such a system.

It should also be noted that such data does not have to be 100% accurate and complete to 
provide useful information in discerning trends in the epidemic and planning for future 
service needs. Even with the most accurate data on ADDS cases, there is often a significant 

. time lag between the AIDS diagnosis and the report to public health officials. Incomplete or 
imperfect data will certainly provide more information than we now have available, which 
would greatly help in determining broad trends in the epidemic. Accurate trend data is the 
most important information needed in order to conduct thoughtful planning.

• Not violate confidentiality and/or civil rights and should include strong enforcement 
and penalties for disclosure of information. Surveillance systems have the potential to be 
used for inappropriate purposes, such as utilizing lists to demonstrate knowledge of HIV 
status when attempts are made to punish individuals accused of exposing others to HIV 
infection. Although health departments have generally been extremely careful with this type 
of information, these departments could be compelled by legislative mandate or judicial 
order to surrender HIV case reports. For example, a recent United States Department of 
Health and Human Services proposal could lead to expanded law enforcement access to 
medical records. It is possible that this could include public health records, such as HIV case 
reports. In addition, although breaches by public health officials have been rare, they have 
occurred (most dramatically in Florida in 1996), and greatly increase community and 
individual concerns regarding confidentiality and privacy.

Given the possibility of potential breaches in confidentiality, as well as the strong incentives 
of HMOs and other managed care entities and insurers to obtain such lists, it is critical that 
any system that is implemented make every effort to minimize—if not eliminate—the 
possibility of such disclo.sures. Any sort of named reporting of HIV infection clearly violates 
this principle and greatly increases the possibility for breaches and/or legislative mandate to 
disclose who is HIV infected. Finally, in order to minimize the potential for disclosure there 
should be extensive and enforceable penalties applied to anyone who tries to inappropriately 
access health department HIV case information or any health department personnel who 
disclose an individual’s HIV status.

• Not come at the expense of resources for treatment/services. Although increased data 
could potentially be useful for planning and evaluation purposes, its benefit will be 
eliminated if resource.s for care or prevention services are re-directed to fund surveillance 
systems. Although surveillance data may be useful, it in no way supplants the need for 
adequate funding for HIV prevention and care services. In addition, the government must not 
use expenditures on HIV surveillance to indicate that something is being done to fight the 
epidemic. Counting cases is not equivalent to responding to the epidemic.

• Respect individual choice with respect to name disclosure. Any HIV surveillance system 
that is developed should provide individuals with the option not to have their names or other 
identifying information reported to the government. By ensuring this choice, the system will
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reduce the potential for deterrence to testing and/or treatment as well as the likelihood of 
misuse of the information, thus minimizing the potential for negative consequences. This 
also helps to ensure that individuals living with HW and those at risk for HIV infection have 
some control over the information that is available about them and minimizes the 
invasiveness of such surveillance systems. Given the mistrust of government in today’s 
society, particularly among disenfranchised populations, individuals must be allowed to 
decide for themselves if they want identifying information provided to governmental entities.

Simply guaranteeing the availability of anonymous testing does not address this concern. If a 
names reporting system were instituted, individuals would have no control over the 
disclosure of their name when they accessed early treatment. The system must respect 
individuals’ decisions about their names being reported or disclosed to public health 
authorities at not only the point of HIV testing, but also when individuals seek HTV care 

services.

Thus, mandatory names reporting should under no circumstances be required or encouraged. 
Other sy.stems that do not rely on names, such as some type of unique identifier system that 
also meets the other criteria listed above, should be pursued if it is decided that HIV 
surveillance data is necessary and will be utilized in a manner that promotes the community’s 

health.

The Foundation will remain opposed to any HIV surveillance system that does not meet the 
above criteria. Only by meeting these criteria will a system provide sufficient benefit to the 
community to outweigh any potential negative or damaging consequences.

Unique Identifier Reporting Must Be Examined as a Viable Alternative

The primary HIV surveillance system that is considered a potential alternative to names 
reporting is unique identifier reporting. Under such a system, an HIV-infected individual would 
not be reported by name to public health officials but rather by some form of a unique code that 
could not be traced back to the person. These types of systems use letters or numbers to 
represent data elements such as race, gender, and date of birth, which create a code with a high 
degree of uniqueness. Theoretically, this code is unique to the individual for whom it is 
developed (so that no one else is reported with the same identifier), and would be easily 
replicated every time the person is reported, thus ensuring an unduplicated count of HIV ca.ses,

Unique identifier reporting has been seen as a potential compromise between those who strongly 
believe that better HIV data is needed and those who have strong public health and privacy 
concerns regarding HIV names reporting. Unfortunately, the experience with unique identifier 
reporting for HIV infection has been rather limited in the United States. Only two states— 
Maryland and Texas—have implemented such systems, and these have only been in place since 
1994. Because these systems are the only ones that exist in the nation, they have been carefully 
scrutinized and compared to HIV names reporting systems in other states. Many have argued 
that the data regarding the effectiveness of these systems are not promising and have shown that 
these sy.stems provide less complete information than that provided through names based 
reporting. This has led many to conclude that names reporting is the only viable HIV 

surveillance system available.

10/24/97
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The Foundation disagrees with this conclusion. We do not believe that unique identifier 
reporting systems have been judged fairly in the national debate regarding HIV surveillance 
systems. Specifically:

• Unique identifier systems have not been funded adequately. While the CDC provides 
funding to states to implement names based reporting, relatively little financial support has 
been provided for unique identifier systems by either federal or state governments. Lack of 
resources has limited the ability to implement a system that is as effective as possible.

• The evaluation of the current unique identifier systems has not adequately taken into 
account the fact that these .sy.stem.s are relatively new. Both Texas and Maryland began 
implementing their systems in March of 1994, only a little over three years ago. The relative 
youth of these systems must be kept in mind when evaluating their effectiveness. These 
systems are bound to improve over time. To the extent that evaluations of these systems 
have shown potential problems, this information can and should be used to improve and 
build upon the existing systems and/or to assist in crafting new and better systems.

• The standard used to judge unique identifier systems has been set unnecessarily high.
As noted above, absolutely complete and accurate data is not needed to analyze broad trends 
in the epidemic. Although the completeness of information provided by unique identifier 
reporting has not been as high as name-based reporting, it would certainly provide much 
more information than we currently have about emerging trends in the epidemic. This new 
data will significantly improve our ability to plan for upcoming health care and social service 
needs and appropriately target and evaluate prevention activities.

• The fact that many states have implemented names-based reporting does not provide a 
legitimate rationale for opposing unique identifier reporting. Some have argued that 
because 28 states currently require HIV names reporting, all other states should follow suit to 
ensure that there is a consistent reporting mechanism across the country. However, it is 
e.stimated that 75% of individuals living with HIV infection reside in states that do not 
require HIV case reporting by name. A national system must be designed to meet the 
legitimate public health needs of all states—including those with the largest percentage of 
p>eople living with the disease.

The presumption that name-based reporting is the only effective system and the easiest to 
implement has led many to reject unique identifiers or other possible systems out-of-hand. The 
Foundation believes that if public health officials commit to providing proper attention and time 
to developing such a system, a reporting mechanism could be developed that would provide 
adequate and necessary surveillance data while greatly reducing the public health and privacy 
concerns related to name based reporting.

In conclusion, the Foundation certainly agrees that improved HTV surveillance data, if 
used appropriately, could benefit people living with HIV. However, collection of this data 
must be done in a manner that minimizes the potential for harm to these same individuals. 
We will continue to work to establish a system that meets both of these important goals.

10/24/97
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MYTHS AND FACTS ABOUT HIV CASE REPORTING 
BY NAME VERSUS BY UNIQUE IDENTIFIER

The American Medical Association, the Council of State and Territorial Epidemiologists and the 
New England Journal of Medicine, among others, have recently started urging all states to adopt 
name-based reporting of HIV. This policy requires doctors, test sites and labs to report to their 
state Health Department the names of all individuals who test positive for HIV.

Some people who oppose Mandatory Name Reporting (MNR) of people with HIV believe that 
HIV case data should be collected using unique identifier codes instead of names. They argue 
that this enables epidemiologists to track HIV spread and study the epidemic without putting the 
privacy of people with HIV at risk by entering their names into a permanent state registry.

These arc a few of the myths and facts about HIV case reporting by MNR unique identifiers:

MYTH; If state Health Departments have the names, they can make sure that
everybody who tests HIV positive gets into care early and has a chance to 
take advantage of medical advances in HIV treatment.

FACT; In 1996 through early 1997, only 25% of Americans with CDC-defined AIDS
were on any kind of Protease Inliibitor therapy. The federally funded AIDS Dmg 
Assistance Programs (ADAP) got medication to somewhere between 14% and 
28% of all ADAP eligible people in 1996. Even while serving a quarter of the 
eligible population, ADAP initiatives are going broke. Medicaid is clearly unable 
to afford triple combination therapy for all the Medicaid recipients with HIV who 
might benefit from it. How will collecting names get everyone into care when 
money to pay for the care obviously isn’t available?

MYTH: People with HIV don't have to worry about having their names in a state
HIV registry because existing privacy laws protect them from 
discrimination.

FACT: On September 11, 1997, Health and Human Services Secretary Donna Shalala
recommended to the US Congress that police and other law enforcement officials 
be given unlimited access on request to all private medical records. If her 
recommendation is passed into law, it could very well give them legal access to 
name-based HIV registries. How do we know that this access won't be used by 
INS (since HIV positivity disqualifies an individual for legal immigration) or by 
police in states where laws exist that criminalize HIV under various
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circumstances (such as "willful transmission" laws, sodomy statutes, etc.)?

State privacy laws are only as strong as the legislatures' will to uphold them. 
States can, and do, change their laws regarding privacy all the time. If a state 
Health Department has a name-based registry listing people with HIV, it can be 
forced at any time to open that registry by either legislative mandate or court 
order.

MYTH: The fear that HIV name reporting will cause people to avoid getting tested
for HIV turns out not to be true.

FACT; The recently completed MESH (Multi-State Evaluation of Surveillance of HIV)
study surveyed HIV positive and negative people in eight states about the 
attitudes and factors that influenced their HIV testing decisions. Nearly 20% of 
those surveyed listed fear of name reporting as one reason for avoiding HIV 
testing. Since 50% of HIV positive Americans don't know they are infected, 
anything that discourages testing to this extent should be a serious public health 

concern.

MYTH: Health Departments need the names so that they can contact people and get
the names of their sex and needle sharing partners for partner notification.

FACT; The MESH study also disproved this. Of the HIV positive people surveyed in the
MESH study, those tested at anonymous test sites (where names aren't used) 
supplied the same number of partner names on average as those tested at 
confidential test sites (where names are collected). In partner notification, it is the 
partners who are contacted during follow up. Thus, the name of the person 
testing positive is not needed in order for eflfective partner notification to be done.

MYTH: Unique identificr^hased reporting systems are uniformly inefficient and
inadequate for HIV case reporting.

FACT; Unique identifier-based HTV case reporting is done in the U.S. by Maryland and
Texas and abroad by France, Denmark and Australia. The Maryland Health 
Department, to give one example, reports that its system accurately monitors 
statewide HIV trends and has achieved 96.6% completeness in reporting by state- 
funded HIV test sites. Completeness rates from other testing sites (hospitals and 
private physicians) are lower but steadily improving.
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It is a mistake, however, to evaluate unique identifiers in general by looking at 
one or two systems. A wide variety of unique identifier systems are available. 
They vary widely in efficiency and effectiveness at protecting privacy. Some 
make it hard to prevent dupheation of records, for example, while others ensure a 
lower duplication rate than is achievable with names. Some unique identifier 
codes are easy to "crack" (decipher to obtain the person's identity) and some are 
virtually impossible to crack. Each system has to be weighed on its own merits.

MYTH: Unique identifier systems are too expensive.

FACT: HIV case reporting costs money to implement, whether names or unique
identifiers are used. Maryland and Texas set up their systems after receiving one­
time CDC grants of $600,000, allocated to ev^uate the systems over three years. 
Both states report that the difficulty of mounting a unique identifier system was 
exacerbated by the total lack of state funding, among other factors. Maryland now 
processes 7500 unique identifier-based HIV reports per year with a system that 
costs about $100,000 per year in staff, equipment and supplies to operate.

New York's Health Department spends a comparable, per-case amount on name- 
based reporting of low CD4 test results. To follow up on approximately 14,400 
low CD4 reports per year. New York had to add four FTE's (two research 
specialists and two public health representatives) to its HIV/AIDS surveillance 
staff as well as a 1/4 FTE for ongoing computer system maintenance and 
improvement. These staffing costs can be assumed to total $200,000 or more.

MYTH; Since most of the states have Mandatory Name Reporting, the rest of the 
states might as well go along with it

FACT: 30 states already have some form of MNR for people with HIV. All but two of
these, however, are not high incidence states. The CDC estimates that 75% of aU 
US residents with HIV are living in the high incidence states and territories that 
don’t yet require HIV case reporting by name. These are California, Georgia, 
Illinois, Maryland, New York, Pennsylvania, Puerto Rico and Texas.

Whether these places adopt MNR or not will depend on the level of resistance to 
it generated by the consumer, civil rights and activist communities. A number of 
national organizations including the National Association of People with AIDS 
(NAPWA), the National Minority AIDS Council and the National Lesbian and 
Gay Health Association are already on record as opposing MNR for HIV.
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BRIEF OVERVIEW OF SOME UNIQUE IDEN’nFlKR SYSTEM ALTERNATIVES

The following are some of the Unique Identifier (UI) systems now in use for HIV/AIDS and other 
forms of health reporting. This is a very preliminary list presented for discussion purposes only 
and should not be viewed as an exhaustive compilation of all the options.

I..e^st Protective nf Priyacy

Names are a relatively unique identifier. Everybody has one although duplicates certainly exist. 
They are not private.

Social Security Number: This was created to be a UI solely for use by the Social Security 
Administration. Now it is in use everywhere and, thus, offers almost no privacy.

More Protective of Privacy

HRSA*s Unique Record Number System for CARE Act services reporting:
Created in 1992 by Mathematica for the federal government. Code comprised of the 
follovring data elements;

First name 
Last name 
Date of Birth 
Gender

Code is created by services provider.

Maryland's Unique Identifier System;
Created by the state of Maryland for HIV case reporting. Code is comprised of the 
following data elements:

Last four digits of Social Security Number
Date of Birth
Race/ethnicity
Gender

Code is created by HIV testing provider and reported to state by labs for all HIV positive 
test results.



Texas* Unique IdentiHer System;
Created by Texas for HIV case reporting. Code is comprised of the following:

Last four digits of^ocial Security Number
Date of Birth
Race/ethnicity
Gender

Data elements are sent by testing providers to the state Health Department which then 
creates the UI codes.

New York system for recording woman's identify on Fetal Death Certificates:
Created by New York in 1992. Codes are comprised of the following data elements: 

First name
Last name at birth ("maiden" name)
date of birth
gender
last four digits of Social Security Number

Most protective pf privacy

Any system that incorporates a private data element into the mix of data elements used to produce 
a UI is more protective of privacy than one using entirely public record data elements. Two such 
systems have been created in cormection with HIV reporting.

Client Key System:
Created in Philadelphia in 1992 and field tested in 10 CARE Act funded services sites in 
Pennsylvania in 1992-93.
Code comprised of the following data elements:

Name
Date of Birth 
Gender
Key word or phrase selected by client 

Code is created by services provider.

DoubleLock System:
Hypothetical system invented in Philadelphia. Not yet implemented or field tested. 
Code compris^ of the following data elements:

Name
Date of Birth 
Gender
Standardized measurement of ratio of hand size 

Code would be created by services provider.



1 W . . & <4 9 . 42fe 1 P , 0T

July, 1997

A Brief Overview of the Unique Identifier System Used by llie 
Maryland Department of Health and Mental Hygiene 

for HIV and CD Reporting

Why Was It Created?

Maryland's unique identifier (UI) system was created following passage of House Bill 375 in 
1993. Three years in a row (1992, 93 and 94), mandatory name-based HIV reporting legislation 
had been mtroduced in Maryland’s General Assembly and defeated as a result of vigorous 
community opposition to it. So this UI system was developed in an atmosphere of strong 
community insistence on Ul-based, rather than name-based, reporting.

What Criteria Were Used in Creating It?

Maryland assigns a UI to each person being tested for HIV infection or CD4 count. Since the UI 
is regenerated (created in the same way each time with the same results), individuals receive the 
same UI code every time they get tested, regardless of provider (whether in a physician's office, 
hospital or community test site).

The Department established the following criteria in preparation for creating this UI system 
They decided that it had to;

- be simple to generate (i.e. does not require access to a computer, does not take more
than 90 seconds per code to generate, does not require staff to make subjective 
determinations)

- have data elements that are immutable (don't change over time)

- be generated from factual information (data elements) provided by the client

- have a duplication rate no greater than 2% (less than 2 chances in 100 that one person
will be assigned two different codes and, thus, counted twice)

- not be easily "cracked" (not permit easy identification of the individual to whom a code
was assigned)

- not depend on an individual's ability to recall and accurately report a previously
assigned code
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What Are the Department’s Objectives for the System?

The Department sees the UI system as enabling them to accomplish two main objectives:

1) monitoring trends in HIV infection throughout the state accurately and

2) enabling the Department to conduct case identification as needed of individuals with
symptomatic HIV infection and AIDS.

What Are the UI Components?

Maryland's UI is a 12-digit number consisting, from left to right, of:

Last four digits of client's Social Security number 

Client's Date of Birth (in the form MMDDYY)

Client's race/ethnicity (using the same coding scheme as appears on the CDC's 
HIV/AIDS Care Reporting Form)

Client's gender (also as coded on the CDC's Reporting Form)

So, for example, an African-American man bom on February 4, 1952 and with a Social Security 
number of 678-01-1234 gets a UI of 123402045221

Does Everyone Have to Use UI’s?

All providers of HTV and CD4 testing are required to assign Ul's to test recipients and to report 
HIV positive and low CD4 test results to the Maryland Health Department by UI. Labs are also 
required to report these test results by UI. The only people exempted from these reporting 
requirements are:

blood, tissue and semen donors

people known to reside outside of Maryland

those receiving testing at Health Department designated anonymous test sites
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people participating in IRB-approved research in which specimens are blinded 
and/or in research not primarily intended to provide medical treatment to 
participants

people participating in research approved by an IRB located outside of Maryland

How Much Did Conversion To It Cost and How Was It Funded?

No state dollars have been allocated to either the creation or the implementation of this system. 
The only federal dollars allocated to it were in the form of a 1993 CDC Cooperative Agreement 
to evaluate the system, once functional. Prior to implementation, the Maryland Register (Vol. 
21, Issue 3, 2/4/94) reported the estimated economic impact to state and local agencies of 
establishing the new system as $167,750.

By way of comparison, it must be noted that there are also costs inherent in implementation of 
name-based reporting. New York State AIDS Institute administrators reported in 1996, for 
example, that when New York adopted name-based reporting of low CD4 test results, they had 
to make staffing allocations equivalent to two full time program research specialists and two full 
time public health representatives — just to work on CD4 follow up. This was in addition to the 
intensive research design work that went into creating their system for name-based reporting 
which consumed approximately */2 FTE (in high level research design) for a period of at least six 
months and now requires about 1/4 FTE for system maintenance and improvement,

How Well Does Maryland's System Work?

Dr. Liza Solomon of the Department's AIDS Administration office reports that the UI system, 
now in Year 3, must be viewed as still immature (as was name-based AIDS Surveillance in its 
third year of existence, circa 1985),

The greatest area of difficulty is still in getting all provider to report all UI's completely and 
accurately. She notes, however, that they have achieved 96.6% completeness in reporting by 
state-funded counseling and testing site over a two year implementation period. She attributes 
this to the fact that the Department recruits, trains and funds staff" at these sites and, thus, is better 
able to achieve high levels of compliance from them.

Compliance by hospitals and private providers has not been as high but is steadily improving.
The overall rate of missing UI components dropped from 35% to 16% in all categories but one
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between Year One of implementation and Year Three. The overall number of incomplete UI's 
also dropped by half between Years One and Three.

There is still as 23% missing data rate in the category of Social Security number. Dr. Solomon 
observes that, "in retrospect, states contemplating a UI system may want to re-think use of the 
Social Security number, although it does help with linking with other data bases."

Does This UI System Link with Other Data Bases?

It links completely with the HARS AIDS Reporting System, the HIV Counseling and Testing 
Sites Data Base (Maryland's CTS reporting form includes the UI), death certificates, the ADAP 
data base and other special investigational data bases. It does not Imk, however, with Maryland's 
TB registry and the Hospital Discharge Summaries; ICD9 coding nets.

What Is the Advocacy and Consumer Communities Response to the UI System?

The PWA/HIV Coalition of Baltimore, AIDS Action Baltimore, the Baltimore-based AIDS 
Research Information Center (ARIC) and the AIDS Legislative Committee agree than name- 
based reporting scares people away from HIV testing and early intervention services. Says 
ARIC Executive Director Lee-Angel Hardy, "The only way we're going to get the dollars we 
need, especially in a Republican Administration, is with the numbers, the data." He adds that 
Maryland's unique identifier reporting system was created because advocates recognized this but 
were unwilling to tolerate the dangers posed by name-based reporting.

"It was a very arduous compromise between the advocates and the governor," says Michele 
Douglas of the AIDS Legislative Committee (in reference to then-Governor Schaefer). "But in 
the long run, the UI system balances the stated needs of both groups." Douglas added that 
system allays consumer concerns about case reporting and that, as far as they can tell, effectively 
prevents the testing and care avoidance that are demonstrably associated with name-based 
reporting.

Overview prepared by Anna Forbes, MSS, AIDS and Women's Health Policy Consultant, 
Ardmore, PA, (610) 649-8113, aforbe^^ritpathorg



Principles for the Protection of Health Information Privacy
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The United States has made great strides in improving its understanding of 
people living with HIV and millions of people are committed to caring for and 
supporting the nearly one million people believed to be living with HIV in the 
United States. Nonetheless, HIV disease and AIDS remain deeply 
stigmatizing. The National Association of People with AIDS (NAPWA) 
believes that individuals must retain the right to control the disclosure of their 
health status. NAPWA also believes that individuals must be the primary 
decision-makers regarding their own health care matters and that health 
status cannot be permitted to be used to victimize people. For this reason, 
NAPWA strongly supports federal action to statutorily establish a right to 
privacy of an individual’s health information.

The Health Insurance Portability and Accountability Act of 1996 included 
provisions to allow for the electronic dissemination of health information. 
This legislation even recognized the need for consumers to have protections 
against unauthorized disclosure of their medical records, by setting a time 
frame in which the Congress must act on this issue or the Secretary of 
Health and Human Services is directed to promulgate regulations to protect 
the privacy of an individual’s health information. As Congress and national 
policy makers grapple with complex issues related to the privacy of health 
information, NAPWA affirms its support for the following principles;

Federal legislation should statutorily establish an individual’s right to 
privacy with respect to individually identifiable health information, 
including genetic information. Individuals should retain the ultimate right 
to decide to whom, and under what circumstances, their individually 
identifiable health information will be disclosed. Confidentiality protections 
should extend not only to medical records, but also to all other individually 
identifiable health information, including genetic test results, clinical research 

records, mental health therapy notes, etc.

Federal legislation should prohibit the use or disclosure of individually 
identifiable health information absent an individual’s informed consent.
Health care providers, insurance companies, and others in possession of 
individually identifiable health information should be prohibited from using or 
disclosing such information unless authorized by the individual. In addition, 
any information used or disclosed should be limited to the minimum amount 
necessary for the use or disclosure. Unauthorized disclosures should be 
permitted only under exceptional circumstances-for example, if a person’s



life is endangered, if there is a threat to the public health, or if there is a compelling law 
enforcement need (as evidenced by a warrant or court order mandating access to a 

specific individual’s records).

Federal legislation should guarantee an individual the right to access his or her own 
health information and the right to amend such information. Individuals should have 
the right to access and amend their own medical records so that they can make informed 
health care decisions and can correct erroneous information in their records.

Federal legislation should establish strong and effective remedies for violations of 
privacy protections. Remedies should include a private right of action, as well as civil 
penalties and criminal sanctions, where appropriate.

Federal legislation should provide a floor for the protection of individual privacy 
rights, not a ceiling. Like all other federal civil rights and privacy laws, federal privacy 
legislation for health information should set the minimum acceptable standard. Federal 
legislation should not pre-empt any other federal or state law or regulation that is more 
protective of an individual’s right to privacy of or access to individually identifiable health 

information.

While protecting individual privacy rights, federal legislation should not impede 
important clinical and medical research. Federal privacy protections should not hinder 
the conduct of biomedical research and development. For example, researchers should 
be allowed to continue using existing anonymized patient databases and tissue samples. 
We believe, however, that “research” should not be defined so broadly as to permit the 
disclosure of individually identifiable health information for marketing or commercial 

purposes.

(September 1997)
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Policy Position Paper
on

Monitoring of the HIV Epidemic
Position

The following criteria define NAPWA’s position on the responsible and ethical 
approach to monitoring the HIV/AIDS epidemic in the United States. Collectively, 
these fourteen criteria define a comprehensive approach to both our nation’s 
surveillance system and our nation's HIV counseling and testing system, as well 
as federal public policy and civil rights concerns.

1 Under no circumstance does NAPWA support HIV named reporting, the 
CDC's promotion of a national standard in support of HIV named 
reporting or the creation of a federal name-based registry of people living 
with HIV/AIDS. The CDC should in no way encourage or require states 
to do HIV named reporting.

2. NAPWA guardedly supports the expansion of our national HIV/AIDS 
surveillance system to include HIV infection case reporting; however, 
only using unique or coded identifiers that insure privacy and 
confidentiality of the individual.

3 The CDC must aggressively promote, expand and improve anonymous 
HIV testing in the United States. The availability of readily accessible 
anonymous testing is a necessary condition/prerequisite for any 
maintenance and/or expansion of HIV surveillance in the United States. 
CDC must mandate readily accessible anonymous testing in all HIV 
Prevention Cooperative Agreement jurisdictions as a condition of 
establishing HIV surveillance tools nationally.

4 CDC-funded research has shown that certain individuals and/or 
communities will only use anonymous testing sites. Therefore, access 
to primary care (after testing positive) is predicated upon the availability 
of anonymous testing.

5. CDC’s HIV/AIDS surveillance’s primary goal is to collect useful data in a 
timely fashion to provide an accurate estimate of the prevalence of 
HIV/AIDS in the United States. Accordingly, HlV/AlDS surveillance has 
to provide reliable data. As such, while it is a goal of anonymous and 
confidential counseling and testing to link individuals into services, this 
is not necessarily either a goal or an outcome of surveillance.

6. The applied uses of reliable, accurate and timely surveillance data 
include informing; resource allocation; health planning; and evaluation of 
both programmatic as well as system-wide activities (i.e. access to care, 
survival/death rates, seroincidence rates, etc.).



7. As a guiding principle, unless a name is uniquely essential for the 
protection and promotion of an individual’s health and well-being or a 
community’s health and well-being, the name of the person whose 
information is being reported to the state or local health department 
should not be taken.

8. Surveillance is an adaptive science. As such, surveillance systems 
should be constantly re-evaluated to determine if the goal of applying 
surveillance data to meaningful education, programs, planning and 
resource allocation is happening. If not, these systems should be 
discontinued.

9. Surveillance systems consist of several different types of activities in 
addition to case counting (number of individuals living or deceased who 
have said disease): sentinel studies; incidence and prevalence studies 
(density of disease and breadth of disease); and even behavioral (risk­
taking) surveillance. The more varied the surveillance system, the more 
relevant the data sets that result.

10. Decisions regarding what type of HIV/AIDS surveillance to implement in 
a given jurisdiction are best made by each jurisdiction based on 
resources, community acceptance, confidentiaiity/privacy protections, the 
severity of the epidemic, and other local considerations.

11. Data from HIV case reporting must be appropriately disseminated to the 
community planning bodies within jurisdictions for use in both prevention 
and care planning.

12. Categorical funding for HIV/AIDS surveillance must be maintained and 
augmented. However, resources for HIV/AIDS surveillance must not 
come at the expense of resources for HIV-related research, care and 
prevention (both primary and secondary) programs.

13. National HIV/AIDS public health policy should reinforce that the data 
collected under this system must remain decoupled from partner 
notification and contact tracing processes. These processes’ relationship 
to surveillance must be made only as a component of and only with the 
explicit concurrence from the jurisdiction’s HIV Prevention Community 
Planning group.

14. Federal law must establish an individual’s enforceable right to privacy 
with respect to individually identifiable health information, and must 
protect each person from discrimination based on real or perceived 
health and/or genetic status. Such laws must include strong and 
enforceable repercussions for those individuals and systems that breach 
an individual’s confidentiality and/or privacy.

(Octobers, 1997)



'Policy Statement
ID-4. HIV SURVEILLANCE

4.1 PREAMBLE
National surveillance and other information systems for HIV/AIDS have been crucial 
elements of local, state, and federal strategies to prevent HIV infection. In 1997, 
developments such as the first ever decline in AIDS deaths, due in part to powerful new 
therapies available, caused many public health officials to re-evaluate the way in which 
surveillance is performed for HIV/AIDS. Therefore, ASTHO promotes the following 
policies with regard to HIV/AIDS surveillance:

4.2 Ail states should perform HIV surveillance. Surveillance helps to obtain a minimum 
estimate of the number of HIV infected persons; to monitor recent epidemic infection 
trends; to evaluate prevention interventions; to provide epidemiological profiles for 
community planning; to provide referrals to care and services; and to increase efficiency 
of surveillance systems by relying solely on laboratory-based test results instead of 
clinical results (such as an AIDS-defming illness or opportunistic infection).

4.3 ASTHO recommends that all states undertake named HIV reporting. However, 
ASTHO opposes any federal mandate to collect the names of HIV positive persons. Any 
reporting of names of individuals with HIV infection should not be a condition of federal 
AIDS funding.

4.4 CDC, in consultation with states, should identify the core data elements needed in 
an HIV surveillance system. These data elements might include information on newly 
diagnosed cases (measured by persons with acute/primary HIV infection, recent 
seroconverters, or high CD4+ cells), late-stage disease (.AIDS), and HIV-related deaths.

4.5 CDC should provide sufficient funds and technical assistance to ensure the quality 
and efficiency of HIV sur\ eillance systems.

4.6 CDC should continue to use population-based HIV sur\eillance such as STD clinic 
and drug treatment center blinded studies. HHS should also reinstate the survey of 
HIV seroprevalence in childbearing women.

4.7 CDC should provide technical guidance to states and localities to devise a 
system for periodic review and improvement of confidentiality protections.
Discrimination laws to protect HIV positive individuals from discrimination in 
employment, housing, public accommodations, and other areas should be vigorously 
enforced.
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4.8 Anonymous testing is not incompatible with HIV surveillance for any 
state/community which deems that provision of anonymous testing is an important 
part of its HIV prevention plan. The decision regarding the provision of anonymous 
testing in a given jurisdiction should be made by public health officials and HIV 
prevention community planning groups.

4.9 Partner notification efforts should not necessarily be linked to HIV surveillance. 
Voluntary partner notification programs should be developed in a broader context 
of community planning for HIV prevention. Partner notification issues have been 
discussed in the context of HIV surveillance; however, partner notification programs and 
surveillance programs are discreet public health functions which do not necessarily need 
to be linked together. Decisions regarding partner notification programs should be made 
by public health officials and HIV prevention community planning groups.

Policy Expires on December 31, 2000
Recommended for Adoption by the ASTHO Infectious Disease Committee on August 25, 1997 
Adopted by the ASTHO Executive Committee on September 2, 1997 
Ratified by ASTHO Membership on September 25, 1997
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October 24, 1997

Privacy in H.I.V. Reporting

T he Centers for Disease Control makes a good case for mandatory reporting of 
all cases of H.I.V. infection. But any reporting plan must protect the privacy 
of infected individuals.

Although every state requires that AIDS cases be reported to health authorities, 
only 26 states collect such data on individuals infected with H.I.V. who have not 
yet developed AIDS. New York, for example, does not require H.I.V. reporting.

New medical advances that delay the onset of symptoms and reduce death rates 
have so altered the epidemic that collecting data on only those in the advanced 
stages of the disease is now inadequate. A national reporting requirement would 
allow authorities to track the disease better, target prevention services to vulnerable 
populations and allocate medical resources more effectively.

Even so, great care must be taken to protect individual privacy. Many fear that their 
H.I.V. status, if it became known, could be used against them in employment, 
housing and health insurance. Unless confidentiality can be guaranteed, a reporting 
requirement will very likely deter people from being tested and seeking medical 
care.

One way to avoid unauthorized disclosure of sensitive information is to use 
anonymous coded identifiers in reporting H.I.V. patients instead of their names. 
This approach may be more costly to set up and manage, but it would insure strict 
security of reported information. A proposal with weaker privacy protections 
would undermine efforts to promote early testing and treatment.
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National Organizations Responding to AIDS (NORA) 
MEMORANDUM

TO: NORA Coalition

FROM: Chad Lord, NORA Coordinator
AIDS Action Council, 202-986-1300, ext. 3062

DATE: 4 November 1997

REASON: Upcoming Working Group Meetings

Health Access Working Group, Thursday, November 6, 1997, 3:30pm, at Powell, Goldstein, 
Frazer, and Murphy, 1001 Pennsylvania Ave., NW, Sixth Floor 

For more information, contact: Amy Andersen, AAC 202-986-1300
Julie Rocchio, NAPH 202-624-7255

Incarcerated Populations Working Group, Tuesday, November 4,1997, 2:00pm, at the 
ACLU Prison Project, 1875 Connecticut Ave., NW, Suite 410 

For more information, contaet: Jackie Walker, ACLU Prison Project, 202-234-4830



National Organizations Responding to AIDS (NORA)

November 4,1997 
9:30am -12:00pm

American Nurses Association 
600 Maryland Ave., SW, Suite 100 West 

Washington, DC 20024

Special Coalition Meeting 
HIV Surveillance

AGENDA

I. Introduction and purpose of the meeting - Miguelina Maldonado, Co-chair, and David
Harvey, Co-chair, NORA Executive Committee

II. Presentations

a. Kevin DeCock, Centers for Disease Control and Prevention

b. Mike Adams, American Civil Liberties Union

c. Gus Birkhead, M.D., Council of State and Territorial Epidemiologists

d. Miguelina Maldonado, National Minority AIDS Council

BREAK-15 MINUTES

III. Discussion, questions and answers - moderated by David Harvey, Co-chair, NORA 
Executive Committee

UjUlJ
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SAN FRANCISCO AIDS FOUNDATION P.O. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6182

October 31, 1997

Dear Colleague:

As you know, there has recently been a great deal of discussion about the need for 
improved HIV surveillance, with much of the debate focusing on the issue of names 
reporting. In the upcoming months, the U.S. Centers for Disease Control and Prevention 
(CDC) is expected to issue guidelines encouraging all states to implement an HIV reporting 
system, and will most likely give preference to a name-based system. After the first of the 
year, we also expect the introduction of state legislation to mandate reporting of HIV cases 
by name to public health officials in California.

In anticipation of these potential developments, the San Francisco AIDS Foundation 
recently issued the enclosed position statement on HIV surveillance and reporting. We 
hope that you will read it though, and that it will inform your own thinking about this 
important policy debate.

In summary, while the Foundation agrees that there is a need for improved HIV 
data - if this information is in fact used to better plan for future service needs and to target 
and evaluate prevention efforts - we continue to disagree strongly that HIV names 
reporting is necessary to accomplish this goal, particularly given the potential negative 
repercussions associated with this type of reporting system. We believe that another HIV 
reporting system could be developed — such as reporting via a unique identifier code — that 
would not raise the same public health and privacy concerns associated with HIV names 
reporting. In addition, we absolutely reject the popular misconception that names reporting 
is necessary in order to improve access to new treatments.

Other advocacy organizations, including the National Association of People with 
AIDS (NAPVv A), AIDS Action Council, AIDS Action Committee of Boston and the 
American Civil Liberties Union (ACLU) have recently issued similar statements because of 
concerns about names reporting.

Based on our position statement, the Foundation will advocate adoption of local, 
state and national surveillance systems that provide useful data while minimizing any 
potential harm to individuals living with HIV. If you have additional questions, please feel 
free to contact the Public Policy Department at (415) 487-3080.

Sincerely,

Regina Aragon
Deputy Director for Public Policy

10 UNITED NATIONS PLAZA 
SAN FRANCISCO, CALIFORNIA 94102-4901 

(415)487-3000
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SAN FRANCISCO AIDS FOUNDATION P.O. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6182

HIV SURVEILLANCE AND REPORTING POLICY STATEMENT
EXECUTIVE SUMMARY OF THE

OF THE SAN FRANCISCO AIDS FOUNDATION

Changes in the epidemic have led many public health officials to express increasing concern that 
existing AIDS surveillance efforts are becoming outdated. This has often resulted in the call for 
some type of HIV reporting system.

The San Francisco AIDS Foundation acknowledges there is a need for improved HIV data, if this 
information is used appropriately to better plan for future service needs, target and evaluate 
prevention efforts, and inform resource allocation decisions. However, we strongly disagree 
that HIV names reporting ici necessary to accomplish these goaL, and we do not believe that 
the benefits-of names reporting outweigh the potential negative repercussions associated 
with this type of surveillance system (such as the possibility that some individuals would be 
deterred from seeking HIV testing and/or treatment under such a system).

Any system that is developed should meet the goals of HIV surveillance and the criteria by 
which HIV surveillance systems should be evaluated that are outlined below. Non-names based 
surveillance systems that may be able to meet these goals and criteria, such as reporting systems 
that utilize unique identifiers, must be more aggressively examined in an unbiased fashion as a 
viable alternative to HIV names reporting.

Goals and Appropriate Uses of HIV Surveillance Data

We believe that HIV surveillance should only be designed to help meet the following goals:

• Better determine and understand the demographic and risk profiles of the current epidemic;
• Plan for future health care and social service needs;
• Track new incidence of HIV in order to target prevention efforts;
• Evaluate overall efficacy of prevention efforts;
• inform rational resource allocation.

Any HIV surveillance system that is developed should include specific mechanisms to ensure 
that surveillance data is utilized to meet these goals. In addition, although certain activities are 
worthy goals,of HIV testing and treatment programs—such as linking individuals to care and 
treatment or identifying additional individuals who have possibly been exposed to HIV—these 
are not appropriate uses of HIV surveillance data. HIV reporting will not make treatment more 
available or accessible and is not needed to conduct effective partner notification.

Criteria That Should Be Utilized to Evaluate HIV Surveillance Efforts

The Foundation believes there are reasonable and appropriate criteria that must be met to justify 
the use of any particular HIV surveillance system. Specifically, an HIV surveillance system 
should:

10/24/97
10 UNITED NATIONS PLAZA 

SAN FRANCISCO. CALIFORNIA 94102-4901 
(415)487-3000



• Not create a disincentive to testing and/or treatment;
• Produce information that is actually utilized for planning and evaluation purposes in a 

manner that has the potential to improve the community’s health;
• Not violate confidentiality and/orcivil rights and should include strong enforcement and 

penalties for disclosure of information;
• Not come at the expense of resources for treatment/services:
• Respect individual choice with respect to name disclosure.

Only by meeting these criteria will a system provide sufficient benefit to outweigh any potential 
negative or damaging consequenees. A- mandatory name-based reporting system would run 
counter to several of these criteria and should under no circumstances be required or encouraged. 
Other systems that do not rely on names, such as some type of unique identifier system, should 
be pursued if it is determined that such a system also meets these criteria.

Unique Identifier Reporting Must Be Examined as a Viable Alternative

The primary HIV surveillance system that is considered a potential alternative to names 
reporting is unique identifier reporting. Under such a system, an HIV-infected individual would 
not be reported by name to public health officials, but rather by some form of a unique code that 
could not be traced back to the person. Many have argued that the data regarding the 
effectiveness of unique identifier systems show that these systems are inadequate and that names 
reporting is the only viable HIV surveillance system available. The Foundation disagrees with 
this conelusion. We do not believe that unique identifier reporting systems have been judged 
fairly in the national debate regarding HFV surveillance systems. Specifically:

• Unique identifier systems have not been funded adequately.
• The evaluation of the current unique identifier systems has not taken into account the fact 

that these systems are relatively new.
• The standard used to judge unique identifier systems has been set unnecessarily high. 

Absolutely complete and accurate data is not needed to analyze broad trends in the epidemic.
• The fact that many states have implemented names-based reporting does not provide a 

legitimate rationale for opposing unique identifier reporting (in fact, approximately 75% of 
individuals living with HIV reside in states that do n^t report HIV cases by name).

The Foundation believes that if public health officials commit to providing proper attention and 
time to developing such a system, a reporting mechanism could be developed that would provide 
adequate and necessary surveillance data while greatly reducing the public health and privacy 
concerns related to name based reporting.

In conclusion, the Foundation agrees that improved HIV surveillance data, if used 
appropriately, could benefit people living with HIV. However, collection of this data must 
be done in a manner that minimizes the potential for harm to these same individuals. We 
will continue to work to establish a system that meets both of these important goals.

For a copy of tlie complete, seven-page position statement, please contact the San Francisco AIDS Foundation 
Public Policy Department at (415) 4S"-3080.

10/24/97
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SAN FRANCISCO AIDS FOUNDATION P.O. BOX 426182, SAN FRANCISCO, CALIFORNIA 94142-6182

HIV SURVEILLANCE AND REPORTING POLICY STATEMENT 
OF THE SAN FRANCISCO AIDS FOUNDATION

Introduction

Changes in the epidemic have led many public health officials to express increasing concern that 
existing AIDS surveillance efforts are becoming outdated. BecaHse, new trea»ment options are 
thankfully slowing or stopping disease progression in many individuals living with HIV, greater 
numbers of individuals are not progressing to AIDS. These individuals are therefore not being 
reported systematically to public health entities (since in California and many other states, only 
AIDS cases are reportable). As a result, some public health officials have argued that AIDS case 
data are becoming less indicative of both the number and the demographics of individuals who 
are actually HIV-infected. Often, this has led to the call for HIV names reporting, whereby all 
individuals living with HIV would be reported by name and other identifying information to their 
local and/or state health departments.

The San Francisco AIDS Foundation acknowledges there is a need for improved HIV data, if this 
information is used appropriately to better plan for future service needs, target and evaluate 
prevention efforts, and inform resource allocation decisions. However, we strongly disagree 
that HIV names reporting is necessary to accomplish these goals, and we do not believe that 
the benefits of names reporting for people living with HIV outweigh the potential negative 
repercussions associated with this type of surveillance system (such as the possibility that 
some individuals would be deterred from seeking HIV testing and/or treatment under such 
a system).

Although the Foundation remains strongly opposed to mandatory names reporting, other HIV 
surveillance and/or reporting systems may be available or developed that could provide better 
data regarding the HIV epidemic without having the potentially negative impact of names 
reporting. This could include some type of HIV reporting by unique identifiers, in which an 
individual is assigned a unique and confidential code that is reported, expanded use of 
seroprevalence and seroincidence studies, or some other type of surveillance mechanism.

The remainder of this document outlines what we believe are the goals and appropriate uses of 
HIV surveillance systems, as well as criteria that should be used to judge any HIV surveillance 
system that is implemented. Non-names based surveillance systems that may be able to meet 
these goals and criteria, such as reporting systems that utilize unique identifiers, must be more 
aggressively examined in an unbiased fashion as a viable alternative to HIV names reponing.

10 UNITED NATIONS PLAZA 
SAN FRANCISCO, CALIFORNIA 94102-4901 

(415) 487-3000
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HIV Surveillance and Reporting Policy Statement 
Page 2

Goals and Appropriate Uses of HIV Surveillance

We believe that HIV surveillance should only be designed to help meet the following goals:

• Better determine and understand the demographic and risk profiles of the current 
epidemic. Relying exclusively or primarily on AIDS reporting and surveillance makes it 
difficult to obtain a current “snapshot” of the HIV epidemic, and this is becoming even more 
problematic as fewer individuals are progressing to AIDS. However, it should be noted that 
HIV reporting data would be limited in that it would only provide information on those who 
self-select to be tested at a site where they are reported to government officials and/or those 
who seek health care for their HFV status. This data would in no way provide comprehensive 
information on all individuals who are HIV-infected.

• Plan for future service needs. The data gathered through HIV surveillance have the 
potential to provide community planners, leaders, and advocates with information to better 
assess and plan for upcoming healthcare and support service needs for people living with 
HIV/AEDS.

• Track new incidence of HIV in order to target prevention efforts. Ideally, HIV 
surveillance data could help us to better identify who is currently becoming infected (i.e. 
which risk behaviors and/or populations) and identify new trends in the epidemic, so that 
prevention efforts could be more quickly directed to those individuals at greatest risk for 
infection.

• Evaluate overall efficacy of prevention efforts. Surveillance information could also be 
used to help in broadly assessing the effectiveness of HIV prevention strategies. If HIV 
surveillance demonstrates that HIV infections are continuing to increase in a community, this 
may indicate a need to re-evaluate, alter and/or expand prevention efforts.

• Inform rational resource allocation. This data and its ability to assist in planning for future 
needs and targeting and evaluating prevention efforts could also be used to better inform 
resource allocation decisions. Surveillance data has the potential to inform both HfV- 
specific decisions (e.g., to detennine funding for different HIV specific services or for 
particular HIV-affected populations) and to inform broader, non-HIV specific funding 
decisions (e.g., determining spending for HFV and/or health care broadly as compared to 
other services or issues).

Any HIV surveillance system that is developed should include specific mechanisms to ensure 
that surveillance data are utilized to meet these goals. Far too often, surveillance systems have 
been developed that do nothing more than collect data, but are never actually used in a 
meaningful way to plan for improved service delivery or to inform the resource allocation 
process. It is unacceptable to collect this data without it clearly being used to meet goals that 
will benefit individuals living with HIV/AIDS. If the data collected through an HFV surveillance 
and/or reporting system are not actually utilized for these purposes or fail to meet these goals, the
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surveillance system should be terminated and any resources being used to implement such a 
system should be redirected to other urgent health care needs.

In addition, the Foundation believes that the goals listed above are the only legitimate and 
justifiable goals of HIV surveillance. Other ways in which HIV surveillance information could 
be used have been identified, such as increasing direct access to HFV care and treatment and 
identifying additional individuals who have possibly been exposed (e.g. partner notification 
efforts). Although these are worthy goals of HFV testing and treatment programs, the Foundation 
does not agree that these are appropriate goals for HFV surveillance. Specifically:

• HIV surveillance and/or reporting will not make treatment more available or 
accessible. Instead, adequate funding levels of HIV care and treatment services are needed 
to expand access to new HIV treatments. San Francisco serves as an exemplary model for 
getting individuals tested and into early treatment and care not because of any sort of HIV 
reporting system, but because the City has assured adequate funding for these services. HFV 
surveillance or reporting will not in any way expand or improve access to care services.

• HIV reporting is not needed to conduct effective partner notification. Partner 
notification programs are already in place throughout California without any type of HFV 
reporting. If an individual is offered counseling on how to tell his or her previous partners 
about possible exposure to HFV or given the opportunity to have the local health department 
notify these partners, there is no need to have the initial case reported to the government. In 
fact, HIV reporting by name could actually discourage panner notification efforts because 
some individuals might be more reluctant to provide information about their partners if they 
know that their own name is going to be reported to a governmental entity.

Surveillance and reporting efforts have also been justified or used in extraordinarily 
inappropriate ways that actually harm or punish people living with HFV/AIDS. Specifically,
HIV surveillance or reporting systems must be designed so that they can never be utilized to: (1) 
quarantine those with HIV; (2) penalize and/or criminalize individuals accused of transmitting or 
exposing others to HIV; or (3) assist in coercive efforts to mandate use of HIV treatments. In 
addition, these systems should never be used to create and/or maintain a perception the 
government is appropriately and adequately responding to.the epidemic. HIV-surveillance 
and/or reporting funding should in no way replace current prevention efforts or care and 
treatment services.

Finally, some have argued that HFV should be reportable in order to ensure that standard public 
health tools are applied to HFV. The Foundation does not believe that this justification, in and of 
itself, is a necessary or important goal. Unless applying standard public health tools to HFV 
actually meets the appropriate goals of HFV surveillance that are identified above, there is not an 
inherent value to applying these tools. Furthermore, these public health tools have not proven 
themselves to be unilaterally effective in stemming the spread of other diseases and their 
usefulness must be evaluated in regards to each particular public health issue. Any system that is 
implemented should be designed in a way that acknowledges both the strengths and weaknesses 
of “traditional” surveillance systems and public health methods.
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Criteria That Should Be Utilized to Evaluate HIV Surveillance Efforts

As noted above, the Foundation agrees that improved surveillance efforts have the potential to 
improve HIV prevention efforts as well as care service delivery and planning. However, we 
also recognize that these same systems can have negative consequences for people living with 
HIV and those at risk for HIV infection, such as deterring individuals from seeking testing and/or 
treatment, shifting resources from other HIV services into surveillance, and violating 
individuals’ confidentiality and/or civil rights. It is absolutely critical that we examine the trade­
offs between obtaining better data and possible negative impact of this process. Thus, there must 
be a careful examination of any surveillance or reporting system that is proposed.

The Foundation believes there are reasonable and appropriate criteria that must be met to justify 
the use of any panicular HIV surveillance system. Specifically, an HIV surveillance system 
should:

• Not create a disincentive to testing and/or treatment. Several studies have shown that 
some HIV reporting systems (in particular, names reporting) may reduce people’s 
willingness to get tested. Given that an estimated one-third of those believed to be HIV- 
infected have never been tested, surveillance systems should not in any way discourage 
individuals at high risk for HIV infection from being tested. Specifically, anonymous testing 
must remain accessible and available to anyone who would prefer this testing option. 
Anonymous testing must be accessible geographically (i.e., individuals should not have to 
travel great distances to obtain anonymous testing), at convenient hours (including times in 
which individuals are not working), and should be provided free of any charges or fees.

However, the availability of anonymous testing is not sufficient to address these concerns. 
Some individuals might get tested anonymously, find out that that they were HIV infected 
and then avoid treatment because of fear of being reported to the government when accessing 
the health care setting. In light of the treatment options that now exist, it is more important 
than ever that individuals be encouraged to seek HIV testing and early treatment. Any HIV 
surveillance system that is developed must also minimize individuals’ concerns so that they 
are not discouraged from seeking early care and treatment. Mandated reporting by name 
would be ihe most likely system to increase individuals’ reluctance to seek treatment.

• Produce information that is actually utilized for planning and evaluation purposes in a 
manner that has the potential to improve the community’s health. As discussed in the 
goals section, it is absolutely critical that this surveillance data actually serve an important 
public health role in providing useful and timely information that is used to inform 
community planning and target and evaluate prevention efforts. If a surveillance system does 
not prove to be useful in this regard after its implementation, this data collection exercise 
should be stopped. Specifically, this data should clearly provide individuals living with HIV 
and those at risk for HIV infection w’ith meaningful information to make decisions for 
themselves and should be used to ensure adequate availability of care and treatment services 
for people living with HIV.
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In addition, surveillance data should provide useful and timely information that is accessible 
to the community (i.e., the data should be shared and widely distributed within the 
community). If the data is not timely or accessible, it will not provide sufficient benefit to 
people living with HFV to justify such a system.

It should also be noted that such data does not have to be 100% accurate and complete to 
provide useful information in discerning trends in the epidemic and planning for future 
service needs. Even with the most accurate data on AIDS cases, there is often a significant 
time lag between the AIDS diagnosis and the report to public health officials. Incomplete or 
imperfect data will certainly provide more information than we now have available, which 
would greatly help in determining broad trends in the epidemic. Accurate trend data is the 
most important information needed in order to conduct thoughtful planning.

Not violate confidentiality and/or civil rights and should include strong enforcement 
and penalties for disclosure of information. Surveillance systems have the potential to be 
used for inappropriate purposes, such as utilizing lists to demonstrate knowledge of HIV 
status when attempts are made to punish individuals accused of exposing others to HIV 
infection. Although health departments have generally been extremely careful with this type 
of information, these departments could be compelled by legislative mandate or judicial 
order to surrender HIV case reports. For example, a recent United States Department of 
Health and Human Services proposal could lead to expanded law enforcement access to 
medical records. It is possible that this could include public health records, such as HFV case 
reports. In addition, although breaches by public health officials have been rare, they have 
occurred (most dramatically in Florida in 1996), and greatly increase community and 
individual concerns regarding confidentiality and privacy.

Given the possibility of potential breaches in confidentiality, as well as the strong incentives 
of HMOs and other managed care entities and insurers to obtain such lists, it is critical that 
any system that is implemented make every effort to minimize—if not eliminate—the 
possibility of such disclosures. Any sort of named reporting of HIV infection clearly violates 
this principle and greatly increases the possibility for breaches and/or legislative mandate to 
disclose who is HIV infected. Finally, in order to minimize the potential for disclosure there 
should be extensive and enforceable penalties applied to anyone who tries to inappropriately 
access health department HIV case information or any health department personnel who 
disclose an individual’s HIV status.

Not come at the expense of resources for treatment/services. Although increased data 
could potentially be useful for planning and evaluation purposes, its benefit will be 
eliminated if resources for care or prevention services are re-directed to fund surveillance 
systems. Although surveillance data may be useful, it in no way supplants the need for 
adequate funding for HIV prevention and care services. In addition, the government must not 
use expenditures on HIV surveillance to indicate that something is being done to fight the 
epidemic. Counting cases is not equivalent to responding to the epidemic.

Respect individual choice with respect to name disclosure. Any HIV surveillance system 
that is developed should provide individuals with the option not to have their names or other 
identifying information reported to the government. By ensuring this choice, the system w'ill
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reduce the potential for deterrence to testing and/or treatment as well as the likelihood of 
misuse of the information, thus minimizing the potential for negative consequences. This 
also helps to ensure that individuals living with HFV and those at risk for HIV infection have 
some control over the information that is available about them and minimizes the 
invasiveness of such surveillance systems. Given the mistrust of government in today’s 
society, particularly among disenfranchised populations, individuals must be allowed to 
decide for themselves if they want identifying information provided to governmental entities.

Simply guaranteeing the availability of anonymous testing does not address this concern. If a 
names reporting system were instituted, individuals would have no control over the 
disclosure of their name when they accessed early treatment. The system must respect 
individuals’ decisions about their names being reported or disclosed to public health 
authorities at not only the point of HIV testing, but also when individuals seek HFV care 
services.

Thus, mandatory names reporting should under no circumstances be required or encouraged. 
Other systems that do not rely on names, such as some type of unique identifier system that 
also meets the other criteria listed above, should be pursued if it is decided that HFV 
surveillance data is necessary and will be utilized in a manner that promotes the community’s 
health.

The Foundation w'ill remain opposed to any HIV surveillance system that does not meet the 
above criteria. Only by meeting these criteria will a system provide sufficient benefit to the 
community to outweigh any potential negative or damaging consequences.

Unique Identifier Reporting Must Be Examined as a Viable Alternative

The primary HIV surveillance system that is considered a potential alternative to names 
reporting is unique identifier reporting. Under such a system, an HIV-infected individual would 
not be reported by name to public health officials but rather by some form of a unique code that 
could not be traced back to the person. These types of systems use letters or numbers to 
represent data elements such as race, gender, and date of birth, which create a code with a high 
degree of uniqueness. Theoretically, this code is unique to the individual for whom it is 
developed (so that no one else is reported with the same identifier), and would be easily 
replicated every time the person is reported, thus ensuring an unduplicated count of HIV cases.

Unique identifier reporting has been seen as a potential compromise between those who strongly 
believe that better HFV data is needed and those who have strong public health and privacy 
concerns regarding HIV names reporting. Unfortunately, the experience with unique identifier 
reporting for HFV infection has been rather limited in the United States. Only two states— 
Maryland and Texas—have implemented such systems, and these have only been in place since 
1994. Because these systems are the only ones that exist in the nation, they have been carefully 
scrutinized and compared to HFV names reporting systems in other states. Many have argued 
that the data regarding the effectiveness of these systems are not promising and have shown that 
these systems provide less complete information than that provided through names based 
reporting. This has led many to conclude that names reporting is the only viable HIV 
surveillance system available.
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The Foundation disagrees with this conclusion. We do not believe that unique identifier 
reporting systems have been judged fairly in the national debate regarding HIV surveillance 
systems. Specifically:

• Unique identifier systems have not been funded adequately. While the CDC provides 
funding to states to implement names based reporting, relatively little financial support has 
been provided for unique identifier systems by either federal or state governments. Lack of 
resources has limited the ability to implement a system that is as effective as possible.

• The evaluation of the current unique identifier systems has not adequately taken into 
account the fact that these systems are relatively new. Both Texas and Maryland began 
implementing their systems in March of 1994, only a little over three years ago. The relative 
youth of these systems must be kept in mind when evaluating their effectiveness. These 
systems are bound to improve over time. To the extent that evaluations of these systems 
have shown potential problems, this information can and should be used to improve and 
build upon the existing systems and/or to assist in crafting new and better systems.

• The standard used to judge unique identifier systems has been set unnecessarily high.
As noted above, absolutely complete and accurate data is not needed to analyze broad trends 
in the epidemic. Although the completeness of information provided by unique identifier 
reporting has not been as high as name-based reporting, it would certainly provide much 
more information than we currently have about emerging trends in the epidemic. This new 
data will significantly improve our ability to plan for upcoming health care and social service 
needs and appropriately target and evaluate prevention activities.

• The fact that many states have implemented names-based reporting does not provide a 
legitimate rationale for opposing unique identifier reporting. Some have argued that 
because 28 states currently require HIV names reporting, all other states should follow suit to 
ensure that there is a consistent reporting mechanism across the country. However, it is 
estimated that 75% of individuals living with HIV infection reside in states that do not 
require HIV case reporting by name. A national system must be designed to meet the 
legitimate public health needs of all states—including those with the largest percentage of 
people living with the disease.

The presumption that name-based reporting is the only effective system and the easiest to 
implement has led many to reject unique identifiers or other possible systems out-of-hand. The 
Foundation believes that if public health officials commit to providing proper attention and time 
to developing such a system, a reporting mechanism could be developed that would provide 
adequate and necessary surveillance data while greatly reducing the public health and privacy 
concerns related to name based reporting.

In conclusion, the Foundation certainly agrees that improved HIV surveillance data, if 
used appropriately, could benefit people living with HIV. However, collection of this data 
must be done in a manner that minimizes the potential for harm to these same individuals. 
We w ill continue to work to establish a system that meets both of these important goals.

10/24/97
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October 8, 1997

Mr. Daniel Montoya 
National AIDS Policy Office 
808 17th Street, N.W., Suite 820 
Washington, D.C. 20006

Dear Mr. Montoya,

Enclosed please find our paper on HIV Surveillance which I am sending 
at the request of your office.

It was our intention to use this document to peg down the parameters for 
discussion on surveillance. We do not favor names reporting but we are 
cognizant that the changes in the environment provoke discussion on 
improved methods of surveillance.

If you have any questions, I will be I Washington October 16-20 at the 
Hotel Club Quarters (202) 463-6400, or a message can be left at the 
AIDS Action Council. In the meantime, I am at (213) 993-1540.

"Sinc^ly,

Director of Public Policy

’’Honorary member, non-rotimf
1313 North Vine Street, Los Angeles, California 90D2B • 213.993.1600
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INTRODUCTION

This document is a starting point to consider policy options to improve HIV surveillance efforts 
in the United States. It is not an endorsement of any one particular surveillance system. Rather, 
it identifies a set of essential conditions that mu.st be met to ensure a viable and .sound method 
for gathering better data about HIV infection is implemented in this country.

With aggressive drug therapies slowing the progression of HIV disease and resulting in sharply 
declining numbers of AIDS deaths in the United States, significant challenges in terms of 
prevention emerge. Clearly the need for information on the spread of HIV has never been greater, 
and the lag time inherent to using AIDS data to monitor HIV infection has become an 
insurmountable obstacle. In her statement at the July 14 AIDS Action forum. Dr. Helene Gayle, 
Director of HIV, STD, and TB Prevention at the Centers for Disease Control and Prevention 
(CDC), pointed to the need for improved HIV surveillance as one of the most important 
challenges of the new era of the HIV epidemic.

The CDC is not alone in its increased attention to the need for better surveillance systems for 
HIV. A recently released draft position statement from the Council of State and Territorial 
Epidemiologists called AIDS surveillance “inadequate” for use in efforts to control the spread of 
mV, and recommended that “all states and territories should implement confidential HIV 
infection reporting by name.”' A widely discussed June, 1997 Atlantic Monthly article by 
Chandler Burr raised similar concerns. Burr argues that potentially successful tools of public 
health have been laid aside in the case of HIV, “largely to accommodate civil rights concerns,” 
resulting in inadequate efforts to control the virus.^ He uses the term “AIDS exceptionalism” to 
describe the manner in which AIDS has been excepted from traditional public health practices 
deployed against infectious diseases.

Many past attempts to implement HIV surveillance, like the attempt in Illinois to flush out HIV- 
infected health care workers, have been rooted in ignorance or hysteria. And the cries from the 
“AIDS exceptionalism” bandwagon, claiming that AIDS has been undeservedly exempted from 
traditional rules and methods of public health, seem to ignore the fact that the HIV epidemic has 
been approached differently because it is different. However, HIV reporting recommendations are

' Council of State and Territorial Epidemiologists. "National HIV Surveillance; Addition to the National Public 
Health Surveillance System.” Draft Position Statement, 1997 #4.

^ Chandler Burr, “The AIDS E.xception: Privacy vs. Public Health,” Atlantic Monthly, June 1997, p. 57-67.
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increasingly founded in legitimate public health concerns. Considering the CDC’s 
acknowledgment of the limitations of existing surveillance mechanisms, the fact that twenty-six 
states currently have laws requiring that cases of HIV infection be reported by name to state 
health departments, and the likely introduction of a bill to mandate HIV reporting in the California 
state legislature next year, the issues associated with HIV surveillance warrant examination.
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BACKGROUND
Prior to the HIV epidemic, there existed a substantial body of legal and historical precedent for 
the disregard of civil or individual rights in favor of aggressive methods of controlling the spread 
of diseases which posed a threat to public health. These methods, from routine testing to 
mandatory reporting of infection to aggressive partner notification programs, were not suited to 
the AIDS epidemic at a time when no viable treatment options existed for those living with HIV. 
As a result, public health strategies for fighting the spread of HIV developed along less typical 
lines. The most important differences with regard to AIDS, of course, were the populations it 
affected, the stigma which arose around the disease, and the lack of available treatments. 
Maintaining the confidentiality of those living with AIDS was of paramount importance in the 
public health response to this epidemic.

In a California Law Review article tracing the development of legal protections of HIV-related 
information, Roger Doughty outlines four factors responsible for the emphasis on confidentiality 
in public health approaches to the AIDS epidemic. First, the populations most affected by AIDS, 
especially gay men, already suffered considerable stigmatization and discrimination and had 
reasons to mistrust government intentions toward them. Second, fear and ignorance of AIDS was 
spreading as fast as the disease was, fueling even more discrimination and adding to the 
confidentiality concerns of the infected. Third, disclosure of HIV-related information was not 
uncommon, and confirmed the fears of people with HIV. Finally, public health officials’ need to 
gain the cooperation and trust of affected populations and individuals again made clear the need 
for confidentiality.^

Public health-centered reasoning, more than interest in the civil rights of those infected with HIV, 
led to the establishment of confidentiality protections of HIV-related information early in the 
epidemic. In order to encourage individuals to determine their HIV status, federal and state- 
funded anonymous HIV testing centers were created, and states receiving federal AIDS funding 
were required to protect the confidentiality of HIV and AIDS-related information. In response, 
many states also enacted stronger versions of their medical confidentiality laws specifically 
protecting such data and banned discrimination on the basis of HIV status.

Currently in the United States, all fifty states are required to report the names of patients 
diagnosed with AIDS to local and/or state health authorities, which forward demographic data to 
the CDC. However, there is considerable variation among the states with regard to HIV 
surveillance. Twenty-six states now have HIV-surveillance by name, and two more, Florida and 
New Mexico, are in the process of implementing name-based HIV surveillance. An additional 
three states report names of pediatric cases of HIV only. By comparison, Maryland and Texas 
report cases of HIV infection by unique identifier, using a number combining elements of the 
social security number and birth date with codes for race/ethnicity and gender. As many as 
thirteen more states and territories have some form of anonymous surveillance, in which testing 
centers report demographic information or simply numbers of people testing positive. Of the five 
states with the highest incidence of AIDS, Florida and New Jersey report HIV by name, and

’Roger Doughty, 'Tlie Confidentiality of HIV-Related Information: Responding to the Resurgence of Aggressive 
Public Health Interventions in the AIDS Epidemic,” California Law Revievy. 29 January 1994, p. 119-196.
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Texas reports by unique identifier. California and New York, the states with by far the largest 
numbers of people living with AIDS, have no form of HIV surveillance.

Dramatic changes in the HIV epidemic are leading many to question current surveillance 
approaches to monitoring the AIDS epidemic in the United States. As treatment advances extend 
the lives of people with HIV, the limitations of AIDS surveillance will increasingly frustrate 
attempts to target funding for prevention, to determine needs for health care and social services, 
and so on. More accurate incidence and prevalence data are needed in order to effectively fight 
the epidemic, and the information now available is becoming less useful. HIV surveillance by 
name has been the practice in dozens of states for years with few major problems or leaks of 
information.

Despite these developments, two factors remain unchanged: individuals continue to fear 
unauthorized disclosure of their HIV status, and there remains the possibility of misuse of HIV- 
related data. Opponents of HIV surveillance argue that these concerns will deter people from 
getting tested, especially those in the highest-risk groups, as documented in studies which support 
these claims.'* To mandate HIV surveillance at a time when early testing and treatment is needed 
more than ever may indeed be short-sighted public health policy.

In the middle of the debate are those who believe that the public health need for information can 
be fulfilled with less risk to individual confidentiality. This is the idea behind HIV surveillance by 
a system of “unique identifiers” instead of by names, a method already in use in Maryland and 
Texas. Critics of a unique identifier system argue that the complications of implementing and 
standardizing such systems are too great or that it is too soon to determine whether they will 
succeed.

The following document will outline the spectrum of proposed approaches to HIV surveillance, 
from the status quo to mandatory name reporting for all those who test HIV positive. In addition, 
the potential impacts of these proposals will be analyzed, and recommendations for the most 
prudent and effective policy with regard to HIV surveillance in this new era will be made.

" See bibliography: Johnson, Sy, and Jackson: Felirs, el al.: Hirano el al.
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POLICY PROPOSALS

The are currently four different proposed approaches to HIV surveillance and reporting:

• Reporting of AIDS Only: Some argue that the current arrangement of reporting ADDS 
diagnosis only should be maintained, pointing to studies which show that mandatory HIV 
surveillance will discourage testing. In addition, they claim that there is not enough evidence 
of the benefits of mandatory reporting to outweigh the risk of unauthorized disclosure and its 
consequences. Further study is necessary before HIV-infected people can be put at risk. All 
fifty states currently report AIDS.

• Anonymous HIV Reporting: Others think that all public and private testing centers and 
health care providers should be required to report positive test results using general 
demographic data and exposure category. Reporting by demographic data alone cannot 
adjust for potential duplication. In order to ensure privacy, no name or unique identifier 
would be required. As many as 13 states have some form of anonymous reporting for HIV 
(although it may only be required in publicly funded testing centers).

• HIV Reporting by Unique Identifier: Proponents of a unique identifier system suggest that 
persons testing positive for HIV should be reported to public health departments, using some 
form of unique identifier other than name to ensure confidentiality without duplication of data. 
Two states, Maryland and Texas, currently employ unique identifier systems of HIV 
surveillance.

• HIV Reporting by Name: Others argue that in order to improve surveillance of HIV, all 
public and private testing centers and health care providers should be required to report every 
positive test for antibodies to HIV. They support the use of names in order to prevent 
duplication, and think that HIV related information should remain confidential and heavily 
safeguarded by public health institutions. This approach allows for partner notification, a 
separate policy issue which is often blended with names reporting. Among supporters of this 
approach there is debate as to whether the option of anonymous testing should remain 
available. Twenty-eight states currently have laws requiring named reporting of adults testing 
positive for HIV (see following table).
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STATES WITH HIV REPORTING BY NAME OR UNIQUE IDENTIFIER

Date METHOD Anonymous
STATE Implemented Name Unique H) Testing Available?

YES NO
™sSs

Alabama Jan-88 X X
Arizona Jan-87 X X
Arkansas Jul-89 X X
Colorado Nov-85 X X
Connecticut Jul-92 * X
Florida Jul-97 ** X
Idaho Jun-86 X X
Indiana Jul-88 X X
Louisiana Feb-93 X X
Maryland Jun-94 X X
Michigan Apr-92 X X
Minnesota Oct-85 X X
Mississippi Aug-8 8 X X
Missouri Oct-87 X X
Nebraska Sep-95 X X
Nevada Feb-92 X X
New Jersey Jan-92 X X
New Mexico Jan-98 ** X
North Carolina Feb-90 X X
North Dakota Jan-88 X X
Ohio Jun-90 X X
Oklahoma Jun-88 X X
Oregon Sep-88 * X
South Carolina Jan-92 X X
South Dakota Feb-94 X X
Tennessee Apr-89 X X
Texas Feb-94 * X X
Utah Apr-89 X X
Virginia Jul-89 X X
West Virginia Jan-89 X X
Wisconsin Nov-85 X X
Wyoming______ Jun-89 X X

‘Connecticut, Oregon, and Texas require reporting of pediatric HIV infection by name. 
“ Florida and New Mexico are at the implementation stage noted by date.
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ANALYSIS

Public policy, especially as it relates to public health, deals constantly in the tension between 
individual rights and collective interests. The potential conflict between the need to track 
infectious diseases and the need to protect the privacy of individuals’ health information is one 
example. Because of the unique nature of the AIDS epidemic, policy in that area has traditionally 
protected individual privacy in order to serve the public health interest in linking at-risk 
populations to HIV testing and health care.

Today, the balance between the individual need for privacy and the public health need for 
information relating to HIV has shifted. The statistical method used to compensate for the lack of 
HIV information (by extrapolating from AIDS data) has always been handicapped by a lag in the 
data because of the period it takes for people infected with HIV to develop AIDS. With new 
treatments extending the lives of people with HIV and slowing the progression to AIDS, this gap 
in data will continue to grow, resulting in AIDS data becoming even less useful for making 
decisions in the battle against HIV. This is problematic as the amount of public funding for states 
and local governments for HIV services is based on the number of reported cases of AIDS. As a 
result, funding jurisdictions will not receive adequate resources to meet the true need in their 
respective areas. While the need for individual trust in the security of HIV-related information 
remains important for early testing and treatment, the need for improved surveillance methods for 
HIV has grown disproportionately. The data currently used in nearly every policy decision 
regarding the HIV epidemic, in targeting at-risk populations for prevention efforts and in 
appropriating billions of state andfederal dollars each year to fight this epidemic is no longer 
adequate, due to recent advances in treatment.

On the other side of this shifting equilibrium are the legal confidentiality protections of health- 
related and HIV-related information, which have been continually strengthened over the years of 
the epidemic. Laws have been created to protect HIV information, to establish penalties for 
unauthorized disclosure, and to prohibit many forms of anti-HIV discrimination. These have 
provided a minimum standard for ensuring confidentiality and a means of legal recourse for those 
infected with HIV to address significant breeches. However, it is not clear that existing statutes 
are sufficient to serve as deterrents to discriminatory actions or as an incentive to reduce the 
stigma surrounding HIV. At least thirty-six states have enacted specific privacy protections for 
HIV-related information, while the rest protect HIV under existing statutes designed for other 
health information. Forty-five states have some type of penalty for unauthorized disclosure of 
HIV-related information, and thirty-three states allow for criminal punishment. Athough some 
forms of discrimination based on HIV status are not illegal (e g. with regard to insurance), since 
1990 the Americans with Disabilities Act (ADA) has outlawed many types of discrimination 
against people with HIV or AIDS, such as in housing and employment.^ However, a recent case 
in Florida demonstrates how ineffective confidentiality provisions can be. An employee of the 
Florida Department of Health Rehabilitative Services was caught in a gay bar showing a

^Lawrence Gostin. Zita Lassarini. and Kathleen Flaherty. “Legislative Survey of State Confidentiality Laws, with 
Specific Emphasis on HIV and Immunization,” Report to CDC, CSTE, and Task Force for Child Survival and 
Development, 2 July 1996, p. 62-63, 77, 90.
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confidential list of named individuals who were diagnosed with AIDS and reported to health 
authorities in that local jurisdiction.

The goals ofprotecting individual privacy and gathering information for public health purposes 
are not mutually exclusive; it is both possible and practical to enhance surveillance of HIV while 
continuing to protect individual confidentiality. No surveillance system will be perfect in either 
respect. However, the quality of data on HIV cannot get much worse, and the risk of 
confidentiality violations already exist in many arenas. Pharmacy records of HIV-related 
prescriptions and medical records of opportunistic infections related to HIV are examples of data 
which may leave individuals exposed to breach of confidentiality under the existing system. 
Recommendations for improved confidentiality follow the analysis of current proposals. The goal 
of this analysis is to evaluate the ability of each proposed system to acquire better data on HIV 
without exposing individuals to unreasonable risks.

With this goal in mind, the following is a direct examination of the proposed approaches to HIV 
surveillance:

• Reporting of AIDS Only: The only argument for maintaining the status quo is one of 
caution. This argument claims that other approaches have not been tested enough, and that to 
increase surveillance of HIV is to expose people living with HIV to unnecessary risks of 
disclosure of their status. In fact, at this crucial point in the epidemic, it is much more 
dangerous to continue to use faulty data in policy decisions which affect every aspect of the 
fight against HIV. In attempting to protect those with HIV, this approach would eventually 
cripple the many programs which serve them.

• Anonymous HIV Reporting: While as many as thirteen states have some form of 
anonymous surveillance, the data acquired in such systems is of questionable use, due to the 
potential for duplication of data. In some states, only publicly funded testing centers report 
demographic data on people who test positive. Private labs or individual health care providers 
may not be required to report positive test results, or enforcement of requirements may be 
lacking. In other states, testing centers and providers are permitted instead of required to 
report cases of HIV infection, often for purposes of partner notification. States which report 
HfV without using names certainly run less risk of violating individual privacy. However, 
there are no means to account for duplication of positive tests in anonymous systems, and the 
result is skewed data which may not be much more useful than AIDS data alone. In light of 
the goal of acquiring better information on the spread of HIV, a system of anonymous 
surveillance would simply be inadequate.

• HIV Reporting by Unique Identifier: In theory, a system of reporting by some unique 
identifier other than name is quite attractive. To avoid duplication without releasing names to 
the health department, testing centers or health care providers report cases of HIV using a 
number or code unique to each person. One format commonly proposed for this identifier 
includes part of the social security number, the birth date, and codes for race and gender. A 
successful system of unique identifiers could collect accurate data on HIV while protecting 
confidentiality of infected individuals.
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The most common concern of those who question the viability of unique identifiers is the 
practical difficulty of effectively implementing and enforcing such a system. Maryland and 
Texas, the only two states where HIV is reported by unique identifier, have both experienced 
considerable problems in obtaining accurate data, mainly because of widespread 
noncompliance and incompleteness on the part of the centers or providers reporting the cases. 
One Texas health official estimated that as many as 70% of HIV infection reports received by 
the state health department are incomplete and are never entered into the state’s database. 
Neither state is obtaining data which could be considered accurate. For now, critics of unique 
identifiers who claim it is too impractical and cumbersome to implement have yet to be proven 
wrong. Clearly, a unique identifier system merits additional study and consideration before 
implementation in a jurisdiction like California. This analysis should focus on identifying and 
correcting the deficiencies in such a system, to avoid replicating the problems with incomplete 
results and faulty data both Maryland and Texas are experiencing.

HIV Reporting by Name: When New Mexico completes implementation, a total of twenty- 
eight states will require reporting of cases of HIV infection to state health departments, using 
names in order to prevent duplication and to allow for tracking of individual cases.Names 
are held as confidential by the health departments and protected by a variety of laws and 
policies prohibiting unauthorized disclosure. Supporters of name reporting systems claim that 
the data is extremely useful in HIV-related policy making, funding, targeting of prevention 
efforts, and so on.

The most important argument against named HIV surveillance is that confidentiality concerns 
will deter people from being tested, especially those in groups at high risk for infection. Many 
advocates of name reporting support the continued availability of anonymous testing for those 
who would not otherwise test, as is the case in at least twenty of the states with name 
reporting. Accessible, publicly funded anonymous testing centers will lead to some skewing in 
data, but will ensure that no individual is prevented from testing because of fears about 
confidentiality. Another concern of critics of named reporting is the risk of disclosure 
presented for those who test positive at confidential sites and whose names are held by health 
departments. While no system can assure perfect confidentiality, this issue must be addressed, 
by reducing fears about disclosure and by increasing legal confidentiality protections, if HIV 
reporting by name is to be successful.

® In addition, Connecticut, Oregon, and Texas require named reporting only for children infected with HIV.
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RECOMMENDATIONS

Among those whose task is to influence policy rather than to make it, there is a tendency to point 
out the flaws in every proposal rather than to suggest solutions. This tendency to act as a 
cautionary or advocating voice is often helpful and can affect policy in positive ways. In the case 
of HIV surveillance, the opposite will be true. The effect of lamenting the current situation while 
criticizing every proposed alternative will be either to paralyze policy in a time when decisiveness 
and flexibility is so important or to be completely eliminated from any decision process. It is more 
productive for the HIV-impacted community to work directly on developing solutions and 
strategies that meet the demands of the changed environment of the HIV epidemic

In light of this goal, rejecting all forms of HIV surveillance in the name of protecting the interests 
of people with HIV would be counterproductive. Instead of fighting the epidemic with all 
available tools of public health, this approach will in fact result in programs for treatment and 
services which are ill-suited to the needs of people living with HIV.

A public health commitment to fighting HIV requires a commitment to better information, and the 
most viable and sound method for gathering that information is a system of HIV surveillance 
which meets the following essential conditions:

• Anonymous Testing must remain accessible and available to all of those who choose it, in 
California and in all fifty states. No person should be prevented from accessing testing 
because of concerns about privacy.

HIV-impacted communities must be brought into any sur\’eillance planning process in 
order to ensure the trust and cooperation of those affected by HIV disease, and to lend 
legitimacy and validity to the new system. A group made up of representatives of 
communities affected by HIV, as well as health care providers, public health experts, and 
ethicists must participate in every step of the process. This includes planning, development, 
and implementation as well as assessment of and adjustment to the HIV surveillance system. 
With the help of HIV-impacted communities, the planning process must be accompanied by 
education and the release of straightforward information in order to reduce fears and 
misconceptions about HIV surveillance.

Access to Treatment and Epidemiological Studies must be guaranteed upon request to all 
those who test HIV-positive. The recently released Report of the NIH Panel to Define 
Principles of Therapy of HIV Infection outlines the scientific basis for a new standard of 
treatment protocol, strongly suggesting that the best way to treat HIV infection is to treat 
early and aggressively. Based upon these recommendations, it is clear that any successful 
strategy for HIV surveillance must include guaranteed access to treatment and 
epidemiological studies, as requested.

Legal confidentiality and anti-discrimination protections must be reviewed and reinforced 
in order to ensure the security of HIV-related information and secure a consistent level of 
protection for people with HIV against discriminatory practices. While confidentiality laws
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exist, gaps in protection and variations within and between states allow significant room for 
improvement. Review by legal experts, along with the participation of communities impacted 
by HIV, should undertake to strengthen protections of individual privacy. Increased 
protections will serve the confidentiality interests of individuals being tested for HIV, and will 
result in better surveillance data by increasing the level of individual trust in the testing system. 
Several different areas of confidentiality protections must be examined, especially the 
following:

The safeguarding of all “HIV-related information: ” This includes not only antibody test 
results but all other direct and indirect indicators of HIV, from viral load test results to 
records of common opportunistic infections to prescription records for HIV medications.

Variation by who holds the data: Another area of concern is whether the standards and legal 
duty to protect confidentiality should vary among public health departments, health care 
providers, and other institutions possessing sensitive health information, such as employers 
and schools.

Practical implementation: The specific steps which organizations are required to take in 
protecting confidentiality, including limiting internal access to data, developing clear 
confidentiality policies, training employees with regard to privacy protections, and others 
should also be reviewed.

Sufficient penalties: Both civil and criminal penalties for negligent or purposeful unauthorized 
disclosure of HIV-related information should be reexamined to ensure that they are adequate 
to deter such disclosures and to provide sufficient legal recourse for the victims of such 
disclosures.

More uniform standards among states: The variation in protections of health care 
information from state to state has become dangerous in the age of multi-state health care 
organizations and an increasingly mobile population. On the other hand, a federally mandated 
standard for health and HIV-related confidentiality protections would be politically unlikely, 
would restrict innovation and experimentation in individual states, and might even lower 
standards in some states. One approach which would establish uniform standards while 
maintaining states’ flexibility would be a set of initiatives in state legislatures based on a set of 
model confidentiality laws, designed either to protect all health care information or data 
related to HIV.^

Education aimed at reducing the stigma surrounding HIV and AIDS must continue and be 
given increased attention in order to create a supportive environment for testing. A continued 
campaign against fear and ignorance of HIV is a necessary companion to prevention efforts 
and to confidentiality and anti-discrimination laws. Clear messages that support is available 
for those who test positive for HIV are essential in any attempt to convince individuals to find 
out their HIV status. Community-based, culturally sensitive adjuncts to prevention campaigns

’ Gostin et.al., p. 159-162.
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have the potential to further improve surveillance data by reducing the fear and stigma 
surrounding HIV which can lead to avoidance of testing.

New monies must be appropriated to implement any system of HIV surveillance Either 
federal or state money must be made available to implement any successful HIV surveillance 
effort, and must not be diverted from other current services that are crucial to stemming the 
advance of the epidemic.

De-link the issue of partner notification, which is often erroneously connected to the issue 
of HIV surveillance. HIV surveillance should not have any effect on voluntary partner 
notification programs in which the index or referring partner is not named. While the success 
of many notification programs may merit their expansion, the issue should not be connected to 
the expansion of surveillance.
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CONCLUSION

As advances in treatment have led to a decline in AIDS deaths and renewed hope for people living 
with HIV, so have they led to a reexamination of the epidemic and the means employed in fighting 
it. One result of these treatment advances has been an increased awareness of the discontinuity 
inherent in using data on people with AIDS to make decisions in fighting the spread of HIV and in 
serving people with HIV. Billions of dollars of prevention, treatment, and service programs are 
being funded and administered using data which is not suited for the purpose. While calls to 
increase HIV surveillance are often founded in fear and ignorance of the epidemic, recent 
proposals have emerged that are more rational and based on the need for improved information on 
the HIV epidemic.

The capacity to obtain this improved data on HIV is within reach, but any increase in HIV 
surveillance involves a risk to individual privacy. However, it is important that this risk be put in 
proper perspective. The infamous disclosure of names from a confidential health department 
AIDS database in St. Petersburg, Florida occurred under the same AIDS surveillance system now 
in place in all fifty US states. At the same time, few breaches of confidentiality have occurred in 
states with named HIV reporting. If a program of HIV surveillance by name is implemented 
carefully and with full participation by the communities affected by HIV, better information on the 
spread of the epidemic can be obtained without unreasonable risks to individual confidentiality.

HIV surveillance is by no means an end in itself; it is merely a means to obtain accurate 
information which will allow the battle against HIV to be fought in the most effective manner. By 
implementing a system which provides better data on HIV, we will be able to work for increased 
access to proper treatment and services for all people with HIV, as well as more effective 
prevention. However, none of these efforts will be worthwhile without continued public and 
private commitment to fighting HIV.
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Introduction

Since the beginning of the AIDS epidemic, public health officials have used epidemiological 
tools to monitor the extent and effect of the disease. One of these toots is an AIDS surveillance 
system, under which AIDS cases are reported by name to local and state health officials, who 
remove patient identifying information and forward coded data to the Centers for Disease 
Control and Prevention (CDC). The CDC then develops a national profile of the AIDS epidemic, 
which is used, among other things, to report trends in the epidemic, allocate resources, and help 
target prevention efforts. All 50 states are required to report AIDS cases to the CDC. Currently, 
there is no comparable federal requirement for states to report cases of HIV infection which have 
not yet progressed medically to the point of an AIDS diagnosis.

This paper will discuss how recent developments in the AIDS epidemic support the conclusion 
that an HIV surveillance system can now better meet public health needs and goals than an AIDS 
surveillance system. It will examine what an HIV surveillance system should accomplish, and 
how it could be structured. It will also explain two different approaches to reporting HIV cases to 
public health departments-name reporting systems and unique identifier systems- and explore 
how the characteristics of each system affect its ability to achieve public health goals. It will 
discuss why, under current conditions, we believe that the negative aspects of HIV name 
reporting outweigh its benefits, and therefore oppose this approach. Partner notification, a 
separate policy issue often discussed in connection with HIV surveillance, will not be addressed 

in detail in this paper.

Historic Reasons for Opposing HIV Surveillance

In the past, many groups, including AIDS Action, have opposed reporting cases of HIV 
infection. There have been several reasons for this opposition.

First, because AIDS initially appeared in populations which have traditionally been 
discriminated against (gay men and injection drug users), and because of the stigma which 
quickly surrounded the disease, there was concern about reporting HIV cases and suspicion about 
what would be done with the information collected. This concern was justified, in light of the 
fact that few confidentiality protections existed in law, and that proposed policies were often 
driven by fear and misunderstanding. Historically, proposals for HIV surveillance almost always 
called for mandatory name reporting.

Second, there was no cure or even effective treatment to offer those infected with HIV and no 
medical way to make an infected person uninfectious, reasons given under traditional public 
health practice for reporting cases of a disease. The limited treatments available were for people 
whose HIV disease had progressed to an AIDS diagnosis-people with severely suppressed 
immune systems, a low number of “T-cells,” and opportunistic infections, such as pneumocystis 

carinii pneumonia (PCP).



Finally, there was fear that reporting HIV cases would drive people away from testing and the 
health care system generally-especially those who might be likely to test positive for HIV-and 
therefore would undermine public health efforts. In short, the harm that could potentially have 
come from HIV surveillance outweighed the benefits that it could provide.

States’ Responses

Despite these concerns and the fact that the CDC does not currently mandate HIV surveillance, 
30 states have chosen to require reporting of cases of HIV infection, with 28 reporting the names 
of HIV-infected individuals to local and/or state public health officials, and two states (Maryland 
and Texas) using unique identifier codes rather than names (see Tables land 1 A). Three states- 
Connecticut, Oregon and Texas-require reporting the names of pediatric HIV cases only. Some 
other states use anonymous HIV surveillance, reporting general demographic and exposure 
category data only. While anonymous surveillance can give some indication of trends in the 
epidemic, it cannot account for duplication (people diagnosed HIV at more than one site) and 
therefore, the accuracy of the data provided cannot be substantiated.

Many of the states and territories with a higher incidence of HIV and AIDS, such as California, 
New York, Puerto Rico, Pennsylvania and Massachusetts, do not require HIV surveillance. 
Others, such as Florida, New Jersey and Louisiana, report HIV cases by name.

Among the 28 states reporting HIV cases by name, 20 maintain the option of anonymous HIV 
testing (in which patients’ names are not used). Eight name reporting states (Alabama, Idaho, 
Mississippi, Nevada, North Carolina, North Dakota, South Dakota, and Tennessee) do not have 
anonymous testing available.*

The Changing Epidemic: Increased Calls for HIV Surveillance

Over the past few months, there has been increasing debate over whether cases of HIV infection 
should be surveilled and reported. This debate has been prompted by the CDC, which has 
indicated its support of states establishing HIV surveillance systems and reporting HIV 
surveillance data to the CDC. Unlike legislation requiring a national list of names of HIV 
infected individuals, such as Representative Tom Cobum’s (R-OK) HIV Prevention Act of 1997, 
discussions to date center around providing coded surveillance data to the CDC.

Also contributing to the widespread discussion about HIV surveillance are certain developments 
in the epidemic. One development is the introduction of combination drug therapies with 
protease inhibitors, which have dramatically improved the health and prolonged the lives of 
many people with HIV. According to the CDC, AIDS deaths declined for the first time in 1996 
(a decrease of 23% compared to 1995), partly due to improved treatments.^ In response to the

* AIDS Project Los Angeles, HIV Surveillance: Proposals for the New Era of the HIV Epidemic, Summer 1997.

2 Centers for Disease Control and Prevention, Morbidity and Mortality Weekly /Report, September 19, 1997, Vol. 
46, No. 37.



promise of these therapies and to clinical evidence which suggests that they are more effective 
when started early in the course of HIV disease, treatment guidelines now call for early and 
aggressive intervention. There are now more compelling reasons to encourage testing and 
provide links to treatment than when there were few effective treatment options. By providing 
information on the number and demographics of people testing HIV positive, HIV surveillance 
can help with the allocation of resources for early intervention and treatment.

Another development due to treatment advances, such as combination drug therapies and 
improved treatments for opportunistic infections, is that people with HIV infection are generally 
living longer and progressing to an AIDS diagnosis much more slowly than in past years. 
Therefore, conducting surveillance of AIDS cases only does not provide an accurate view of the 
extent of the epidemic, since those with HIV infection (but not AIDS) will not be represented.

Finally, the demographics of the epidemic have shifted rapidly over the past few years, a shift 
which may not be captured by AIDS surveillance. More new HIV infections are occurring in 
women, heterosexuals, injection drug users, and people of color. AIDS surveillance alone will 
not give a timely and complete indication of trends in HIV infection, and thus is less useful for 
targeting prevention efforts and identifying needs for care and treatment.

HIV surveillance can allow us to develop a more accurate picture of the current epidemic and 
craft a more finely-tuned response.^ As the CDC states, HIV surveillance can “provide a more 
timely measure of emerging patterns of HIV transmission, a more complete estimate of the 
number of persons with HIV infection and disease, and a better mechanism to evaluate access to 
HIV testing and medical and prevention services than AIDS surveillance alone.

The CDC Advisory Committee on the Prevention of HIV infection has specified five goals for 
public health surveillance of HIV and AIDS. The CDC has articulated that an HIV surveillance 
system could improve our ability to meet the following goals:

• target primary and secondary prevention
• evaluate the efficacy of prevention activities
• determine eligibility for federal, state, and local health resources for services for HIV- 

infected individuals
• project future resources needed for care and prevention efforts
• educate the public about the scope and impact of the epidemic^

3 It is important to note, however, that introduction of HIV surveillance does not automatically trigger a reallocation 
of resources designated for care and prevention. In fact, any such reallocation would require, at minimum, statutory 
changes in the Ryan White CARE Act. Prevention planning committees have discretion in allocating prevention 
funds, notwithstanding surveillance trends. If HIV surveillance were to be implemented, there would not be an 
immediate change in allocation of resources.

4 W.

5 Council of State and Territorial Epidemiologists and Centers for Disease Control and Prevention, Consultation on 
the Future of HIV/AIDS Surveillance, The Carter Center, May 21-22, 1997.



By giving us more of the information that is relevant, HIV surveillance can help us better 
understand where the epidemic is going. If planned and implemented carefully and thoughtfully, 
HIV surveillance can be a valuable tool in fighting HIV and AIDS.

Moving from AIDS to HIV Surveillance

Because of changes in the epidemic, AIDS Action believes that AIDS surveillance can no longer 
provide as timely, complete, representative, and accurate a reflection of the epidemic as we need. 
We believe that HIV surveillance could be an important tool in the fight against AIDS. AIDS 
Action supports the creation of an HIV surveillance system, provided that such a system 
supports public health goals, such as protecting the confidentiality of those living with HIV 
and not deterring people from seeking HIV testing.

Creating an Effective HIV Surveillance System 

Background

Once the need for establishing an HIV surveillance system as part of public health efforts to fight 
the AIDS epidemic is acknowledged, the questions become how such a system should be 
structured and implemented.

There are many potential ways to set up an HIV surveillance system, all of which involve 
striking a balance between sometimes competing concerns. Such competing concerns include 
balancing a desire for ease of administration with the need to protect privacy, or using 
standardized methods versus maintaining flexibility to meet local needs. Ultimately, all agree 
that an effective surveillance system must support our public health goals.

Important characteristics for a surveillance system that supports our public health goals include:

• the system must be simple to administer and provide data which is timely, reliable, 
comprehensive, representative and does not duplicate reports

• the system must include a standard set of data elements, so that a national profile of the 
epidemic can be developed, and include the use of methods which can give rates of disease 
and estimate trends of risk behavior in sub-populations (e.g., injection drug users, 
heterosexuals)

• the system must have the flexibility to be adapted to local needs
• the system must maintain confidentiality and privacy
• the system must not deter people from HIV testing and medical intervention

Two Types of HIV Reporting

While there is generally agreement about the public health goals of a surveillance program, 
debate is ongoing as to which HIV reporting system can best accomplish these goals. The two



main systems of HIV reporting currently in use are name reporting and unique identifier 
reporting.

Under a name reporting system, the names of persons infected with HIV, along with their 
demographic and exposure category information, are sent to local and/or state public health 
officials. Coded information is then forwarded to the CDC.

A unique identifier reporting system creates a distinct code number for each person testing HIV 
positive, and that code number, rather than the individual’s name, is reported to public health 
authorities, with the accompanying data. A unique identifier system incorporates data elements 
specific to that person. For example, Maryland and Texas, the only two states currently using a 
unique identifier system, generate a unique identifier by taking the last four digits of a person’s 
Social Security number combined with the date of birth and codes for gender and race/ethnicity

Both name reporting and unique identifier reporting have the potential to meet the goals of public 
health surveillance. Each system has particular characteristics which have repercussions for how 
well the system meets these goals. In weighing the characteristics of each method of reporting, it 
is important to consider all of these potential implications.

Name Reporting

Key Characteristics
• simpler to administer
• likelihood of provider compliance with reporting (due to ease of administration)
• likelihood of timely, reliable data
• gives the ability to provide follow-up and referrals to care and treatment
• can provide data to help in decisionmaking about equitable allocation of resources and in 

making projections about resources needed in future for care and prevention
• enhances ability to target and evaluate prevention efforts
• provides ability to conduct partner notification
• greater risk of breach of confidentiality of HIV infected persons
• increased likelihood of deterring people from HIV testing, particularly people with high risk 

behaviors

Pros

Reporting HIV cases by name is an easy method, in terms of administrative effort, given that 
such a system could be set up in the same way as the system currently used for AIDS reporting. 
Because this method involves a minimum of effort on the part of health care providers and 
laboratories, who are already familiar with the process, provider compliance with the system is 
likely to be high and the data which is collected is likely to be complete. More complete data 
means a better ability to target and evaluate prevention efforts, and to allocate present and future 

resources.

^ The gender and race/ethnicity codes come from the codes used by the CDC for AIDS case reporting.



A name reporting system is less expensive to create and implement than other types of 
surveillance systems. Name reporting also minimizes the chance of counting someone more than 
once if that person receives HIV-related services at multiple locations.

Having the names of HIV infected individuals makes it easier to provide links to treatment and 
services. For example, if the Medicaid program were expanded to provide coverage for low- 
income individuals in early stages of HIV infection, a name reporting system would enable 
health officials to contact individuals to inform them of this benefit and enroll them in the 
program. Additionally, name reporting is compatible with efforts to conduct partner notification 
and contact tracing should they be determined to be desired public health goals.

Cons

Perhaps the biggest problem with name reporting of HIV cases is the potential for breaches of 
confidentiality. Such a method would create name registries of HIV infected individuals - 
registries which, if disclosed, could cause profound harm to those whose privacy was violated. 
These are registries which could be in existence for decades, and which would list people who 
are not necessarily ill or disabled. The incident earlier this year in Pinellas County, Florida, in 
which names of people with AIDS were removed from the health department by an employee 
illustrates the potential risk of maintaining lists of names.

Both the CDC and the Council of State and Territorial Epidemiologists have recognized the 
importance of confidentiality protections for people with HIV, and have acknowledged the 
seriousness of a potential breach of that confidentiality. In fact, the organizations have 
commented that the confidentiality concerns regarding an HIV surveillance system are even 
greater than those for an AIDS surveillance system, due to “the fact that many persons with HIV 
infection are not ill and/or not receiving health care, that HIV surveillance reports must be 
maintained for longer periods of time...and that the negative consequences of unauthorized 
disclosure of HIV infection status are potentially greater than for AIDS.”'^

At the present time, we do not have laws in all states which safeguard the confidentiality of HIV- 
related information and which provide for sanctions strong enough to deter breaches in 
confidentiality. Without stronger privacy and confidentiality protection laws which apply to all 
states, the risks in creating and maintaining name lists of HIV infected persons are too great to 

justify such a system.

In fact, a name reporting system would force many states to weaken their existing confidentiality 
protections, or to reopen debate with those who oppose strong HIV confidentiality measures. For 
example, Massachusetts law requires written informed consent from a person before that 
person’s HIV status may be disclosed.® A name reporting system would violate this law. Thus

Council of State and Territorial Epidemiologists and Centers for Disease Control and Prevention, Consultation on 
the Future of HI V/A IDS Surveillance, The Carter Center, May 21-22, 1997.

® Massachusetts General Laws, Chapter 111, Section 70F.



far, proposals for name reporting have not included provisions to strengthen confidentiality 
protection laws.

Some recent federal appellate court decisions have found that the protections of the Americans 
with Disabilities Act (ADA) do not extend to people with asymptomatic HIV infection.^ While 
this issue has not been conclusively decided across the country, these court decisions take away 
protection from discrimination from many HIV infected people. In light of these decisions, it is 
even more misguided to create registries of names of people who may be discriminated against if 
the registry is disclosed, and who cannot be assured of recourse under the ADA.

Another problem with name reporting, closely related to the issue of confidentiality, is that it 
discourages people from seeking HIV testing. Individuals fear misuse of their private 
information and worry that their confidentiality will be breached. Several studies have had 
findings supporting this contention.

One 1996 study conducted at anonymous and confidential test sites in Los Angeles found that 86 
percent of respondents would not seek testing if the names of those testing HIV positive were 
reported to a government health agency.Respondents who perceived themselves to be at 
increased risk for HIV infection were even more likely to avoid testing if a name reporting 
system existed. When asked what their response would be if names of HIV infected individuals 
were reported at the time of seeking treatment (as opposed to at the time of testing), nearly 23 
percent said that they would wait until they became ill to seek medical treatment. The study’s 
authors concluded that name reporting would deter testing and “would undermine the primary 
objective of early intervention-to prolong the health and productivity of HIV infected people.”

The Multistate Evaluation of Surveillance of HIV (MESH) Project, a nine-state survey funded by 
the CDC, found that 20 percent of people surveyed with high risk behaviors for HIV listed the 
fear of name reporting as a reason for avoiding HIV testing." A study of people seeking HIV 
testing at anonymous test sites found that more than 60 percent of respondents would not be 
tested for HIV if positive test results had to be reported to health officials.'2 Another survey 
reported that 76.8 percent of the study group cited not wanting their names on a government list 
as a reason for not having an HIV test, the single most important reason given.

^ See, e.g., Enni»v. National Association of Business and Educational Radio, Inc., 53 F.3d 55 (4th Cir. 1995); 
Runnebaum v. Nationsbank of Maryland. N.A., 1997 WL 465301 (4th Cir. (Md.))

G. Reed, et. al., “The Impact of Mandatory Name Reporting on HIV Testing and Treatment-A Study from Los 
Angeles County,” Poster Presentation for the XI International Conference on AIDS, July, 1996.

" A. Forbes, “Myths and Facts About HIV Case Reporting by Name Versus by Unique Identifier,” September, 
1997.

'2 S. Kegeles, et. al., “Many People who Seek Anonymous HlV-Antibody Testing Would Avoid It Under Other 
Circumstances,”/1/D5, 1990: 4:585-588.

*2 T. Meyers, et. al., “Factors Affecting Gay and Bisexual Men’s Decisions and Intentions to Seek HIV Testing,” 
American Journal of Public Health, May 1993, Vol. 83, No. 5.



If name reporting drives people, particularly those with high risk behaviors, away from testing, it 
undermines a primary public health objective and severely hampers efforts to prevent HIV 
transmission. The knowledge of one's HIV status and the education about HIV transmission 
methods received with testing and counseling are critical to reducing risky behavior.

In addition, deterring people from testing means that name reporting cannot provide the most 
accurate, comprehensive, representative, complete, and timely data possible about the course of 
the epidemic.

While name reporting could potentially assist in ensuring that those who are HIV positive receive 
care and treatment, at the present time, name reporting of HIV in no way guarantees access to 
medical care and new drug treatments. In 1996, the federally-funded AIDS Drug Assistance 
Program (ADAP) provided medications to between 14 percent and 28 percent of ADAP-eligible 
individuals.*^ There are simply not enough resources currently available to provide treatment for 
all who need it. Proposals for national mandatory name reporting have thus far not included 
provisions for linking people testing HIV positive to medical care and expanding treatment 
access. There is no evidence that states which require name reporting have enhanced access to 
care for their HIV-infected population. In fact, some states with HIV name reporting systems 
have Medicaid and ADAP programs which are insufficient to meet current needs for care and 
medication coverage.

Finally, supporters of name reporting claim that it facilitates the process of partner notification. 
But the name of the person testing HIV positive (the “source patient”) is not what is important in 
partner notification, rather, it is the names of the sexual or needle-sharing partners of the source 
patient. In many partner notification programs, the public health official doing the notification 
does not even know the source patient’s name. A recent CDC-funded, nine state survey found 
that people testing for HIV at anonymous test sites (where names are not used at all) provided the 
same number of partner names as those testing at confidential sites (where names are 
collected). *5 In fact, source patients may be more reluctant to provide partner names if they 
believe that their identity may be disclosed to their partners.

States which still choose to use name reporting as an HIV surveillance tool despite these 
disadvantages should, at a minimum, maintain the option of anonymous testing for those 
individuals who will not test for HIV without assurance of their anonymity. Such states also must 
enact privacy protections which provide for penalties severe enough to underscore the 
importance of confidentiality and deter breaches.

*'* A. Forbes, “Myths and Facts About HIV Case Reporting by Name Versus by Unique Identifier,” September, 
1997.

15 W.



Unique Identifier Reporting

Key Characteristics
• better maintains confidentiality
• reminds providers, public health officials, and public of seriousness of information and 

increases vigilance around protecting confidentiality
• does not deter people from HIV testing
• supports equitable allocation of resources and projection of resources needed in future for 

care and prevention
• enhances ability to target and evaluate prevention efforts
• more complicated than name reporting to administer
• more difficulty obtaining compliance with system, affecting completeness and accuracy of 

data (with training timely, reliable data can be provided)
• more difficult to provide follow-up and links to treatment and services

Pros

The greatest benefit of a unique identifier system is that such a system maintains the confidentiality 
of HIV-infected persons and strengthens our capacity to protect private information. Each time a 
unique identifier is generated, whether by a health care provider or public health official, there is a 
reminder that this is valuable and private information which needs to be protected by an individual 
code.

Unlike a name reporting system, a unique identifier system does not undermine the public health 
goals of early testing and medical intervention. The knowledge that their names will not be reported 
to an HIV registry can help alleviate people’s concern about testing, and ultimately result in more 
people seeking HIV testing. If more people are tested, there is more comprehensive, representative 
and accurate data on which to base decisions about resource allocation, and more reliable indications 
of how well prevention efforts are working. As one expert notes, “Because it towers the risk of 
testing avoidance, unique identifier-based reporting is, arguably, a more effective data collection tool 
than mandatory name reporting will ever be.”'^

Depending on how they are structured, unique identifier reporting systems can prevent duplication of 
reports even more effectively than name reporting. For example, it is quite possible that there could 
be two people with the same name in a reporting area. Under a name-based system, this could appear 
to be a duplicative report, and one person’s record might be deleted. If there were a unique identifier 
system using birth dates or part of the Social Security number, this would most likely be avoided.

While unique identifier reporting systems are relatively untried, the investment to date in such 
systems demonstrates that they can be developed in a way which is easy to administer. The most 
advanced unique identifier system in use in the United States is in Maryland (France and Australia 
also use unique identifier systems).

A. Forbes, “Naming Names,” AIDS Policy and Law, May, 1996.



In creating its unique identifier reporting system, Maryland specified that the code needed;

• to be simple to generate (taking not more than 90 seconds, not necessitating a computer, and not 
dependent on subjective determinations by staff)

• to have immutable data elements
• to be generated from factual information provided by the client
• to have a duplication rate less than or equal to two percent (less than two chances in 100 that 

a person could be assigned two different codes)
• to be difficult to decipher
• not to depend on an individual’s ability to recall and accurately report a previously assigned 

code'”^

In only three years of reporting under a unique identifier system, Maryland has achieved 96.6 
percent completeness in reporting by state-funded testing sites. While private testing sites in the 
state have a lower completeness rate, this rate has been improving steadily, and can be expected 
to get even better as health care providers become more familiar with the system. Maryland’s 
example, among others, suggests that with the proper investment and appropriate training of 
health care providers and public health officials, unique identifier reporting systems can work as 
a method of HIV surveillance.

Cons

Unique identifier reporting systems are more expensive and will take more time to successfully 
implement than name reporting systems. Resources must be invested initially to determine the 
type of unique identifier which will be used, and to establish procedures for generating and 
reporting unique identifier codes. Unique identifier systems are inherently more complex than 
name reporting systems, and thus more costly to operate.

Compared to name reporting, we have relatively little experience with creating and administering 
unique identifier reporting systems. It may be difficult for public health epidemiologists, who are 
accustomed to name reporting, to adjust to unique identifier reporting.

Collecting the information necessary and generating unique identifier codes will add time and 
costs to already overburdened health care and public health systems. Until health care providers 
and public health officials become familiar and comfortable with a unique identifier system, 
there will be delays in reporting.

Because of unfamiliarity with the process and increased administrative burdens, unique identifier 
reporting systems can have problems with health care provider compliance. Lack of compliance 
results in a lack of completeness of the information collected. This has been an issue in Texas, 
where officials estimate that up to 70 percent of reports received are incomplete.

A. Forbes, “A Brief Overview of the Unique Identifier System Used by the Maryland Department of Health and 
Mental Hygiene for HIV and CD Reporting,” July, 1997.

AIDS Project Los Angeles, HIV Surveillance: Proposals for the New Era of the HIV Epidemic, Summer 1997.



In using codes rather than names, unique identifier systems make it more difficult, if not 
impossible, to follow up with individuals for treatment and services. Should an expansion of 
Medicaid be created, for example, unique identifier reporting would not enable public health 
officials to locate HIV positive individuals to tell them of this change and advise them about 
their eligibility for the program.

Conclusion

Under current conditions, unique identifier reporting will better achieve the public health goals of 
HIV surveillance than will name reporting. An investment in unique identifier reporting can 
provide a comprehensive picture of the epidemic, while also protecting confidentiality and not 
discouraging people from seeking HIV testing. Unique identifier reporting can provide data 
which can help us allocate limited resources, target and evaluate prevention efforts, educate the 
public about the epidemic, and project where the epidemic is going.

At the present time, we believe that the negative aspects of name reporting outweigh its potential 
benefits, and therefore oppose making this approach mandatory. Name reporting deters people 
from HIV testing, undermining an important public health objective. Currently, our privacy 
protection laws are not strong enough to deter breaches of confidentiality. Name reporting is not 
currently accompanied by guaranteed access to care and treatment. If we were to enact a strong 
federal confidentiality law which did not preempt stronger state laws, and to assure access to care 
and treatment for all HIV infected people, a reevaluation of the potential benefits of a name 
reporting system would be appropriate.

In considering moving from AIDS to HIV surveillance, the CDC must have a dialogue with 
consumers and advocates. The CDC must also work with the Health Resources and Services 
Administration, the Health Care Financing Administration, and the Department of Justice to 
address thoughtfully issues of access to care, reallocation of resources and creation of strong 
legal protections for privacy.

Now is the time for the federal government to provide the resources to support states which want 
to create unique identifier reporting systems. This does not mean creating special rights or a 
special system-solely for HIV. It means investing in establishing a system which can meet the 
current needs of the HIV epidemic while expanding the tools available for effectively gathering 
surveillance data to meet a broad range of public health objectives in the future. Therefore,
AIDS Action supports the establishment of HIV surveillance using unique identifier 
reporting.



Table 1
HIV Reporting Requirements in the 50 States, District of Columbia, 

Puerto Rico, and the U.S. Virgin Islands (alphabetically)

STATE Reporting Type STATE Reporting Type STATE Reporting Type

Alabama Name Louisiana Name Oklahoma Name

Alaska Not Required Maine Anonymous Oregon**** Anonymous

Arizona Name Maryland** Unique Identifier Pennsylvania Not Required

Arkansas Name Massachusetts Not Required Puerto Rico Not Required

California Not Required Michigan Name Rhode Island Anonymous

Colorado Name Minnesota Name South Carolina Name

Connecticut* Not Required Mississippi Name South Dakota Name

Delaware Not Required Missouri Name Tennessee Name

District of Col. Not Required Montana Anonymous Texas* Unique Identifier

Florida Name Nebraska Name Utah Name

Georgia Anonymous Nevada Name Vermont Not Required

Hawaii Not Required New Hampshire Anonymous Virginia Name

Idaho Name New Jersey Name Virgin Islands Anonymous

Illinois Anonymous New Mexico*** Name Washington** Not Required

Indiana Name New York Not Required West Virginia Name

Iowa Anonymous North Carolina Name Wisconsin Name

Kansas Anonymous North Dakota Name Wyoming Name

Kentucky Anonymous Ohio
II

Name

* Connecticut and Texas require name reporting of HIV infection in children under 13 years old. 
** Maryland and Washington require name reporting of symptomatic HIV infection.

New Mexico is in the process of implementing HIV name reporting.
Oregon requires name reporting of HIV infection in children under 6 years old.

***
«***



Table lA
HIV Reporting Requirements in the 50 States, District of Columbia, 

Puerto Rico, and the U.S. Virgin Islands (by type of reporting)

NAME
REPORTING

NAME
REPORTING
(cont’d.)

UNIQUE
IDENTIFIER
REPORTING

ANONYMOUS
REPORTING

REPORTING
NOT
REQUIRED

Alabama New Jersey Maryland** Georgia Alaska

Arizona New Mexico* Texas*** Illinois California

Arkansas North Carolina Iowa Connecticut***

Colorado North Dakota Kansas Delaware

Florida Ohio Kentucky District of Col.

Idaho Oklahoma I Maine Hawaii

Indiana South Carolina Montana Massachusetts

Louisiana South Dakota New Hampshire New York

Michigan Tennessee Oregon**** | Pennsylvania

Minnesota Utah Rhode Island Puerto Rico

Mississippi Virginia Virgin Islands Vermont

Missouri West Virginia Washington**

Nebraska Wisconsin

Nevada Wyoming

* New Mexico is in the process of implementing HIV name reporting.
** Maryland and Washington require name reporting of symptomatic HIV infection.
*** Texas and Connecticut require name reporting of HIV infection in children under 13 

years old.
**** Oregon requires name reporting of HIV infection in children under 6 years old.



I u ■ t-MUt a

^mrn,K/il^ The _
New England > “

Journal of Medic ig|^' 6 1997
- « -J.l'W .3■ • ,*.

Established in 1812 as The New England Journal Of uef.in,?-ITo

VOLUME 337 OCTOBER 16, 1997 NUMBER 16

ORIGINAL ARTICLES
Herpes Simploc Virus Type 2 in the

United States, 1976 to 1994 ................. ........... 1105
D.T, Fleming and Otkees

Acetaminophen Toxicity in an Urban
County Hospital.................................................... ma

F.V. ScHicDt, F.A. Rochling, D.L. Casey,
AND W.M. Lee

A Comparison of Reteplase with Alteplase
for Acute Myocardial Infarction....................... iiiB

The Global Use of Strategies to Open 
Occluded Coronary Arterie? (GUSTO III) 

Investigators

A Comparison of Continuous Infusion 
of Alteplase with Double"Bolus 
Administration for Acute Myocardial
Infarction ................................................................. 1124

The Continuous Infusion versus 
Double-Bolus Administration 

OF Alteplase (COBALT) Investigators

IMAGES IN CLINICAL MEDICINE
Orf Skin Ulcer........................................................   1131

r. Roingeard and L. Machet

REVIEW ARTICLES
Medical Progress; Anesthesiology 

(First of Two Parts) .............................................. u$a
R_A. WlKLUND AND S.H. ROSENBAUM

Current Concepts: Evaluation and Management
of Tlraumacic Lacerations .................................... 114a

A.J. SINGER, I.E, Hollander, 
and J.V. Quinn

CASE RECORDS OF THE 
MASSACHUSETTS GENERAL HOSPITAL

A 43-year'Old Woman with Rapidly Changing 
Pulmonary Infiltrates and M^he^y
Increased Intracranial Pressure......................... 1149

M.A. Samuels and K.L. Newell

EDITORIALS

Herpes Simplex Virus Type 2 — A Persistent
Problem ................................................................... 1158

A.M. ARviN AND C.G. Prober

Equivalence Trials ..................................................... 1139
J.H. Ware and E.M. Antman

SOUNDING BOARD
National HIV Case Reporting for the 

United States — A Defining Moment
in the History of the Epidemic ........................ ii6i

L.O. Gostin, J.W. Ward, and A.C. Barer

CORRESPONDENCE
Primary Coronary Angioplasty versus Thrombolysis 1168
Cydns^riasis and Raspberries ..................................   1170
Chemotherapy for AIDS-Belated Lymphomas......... 117a
Solitary Extr^cdullaiy Plasmacytoma..................... 1174
Obstructive Uropathy Secondary to Endometriosis 1174
Duplicate Publication and Correction......................... 1173
Birth Defects among Children of Persian Gulf 

Veterans........................   1175

Book Reviews ...................................................... 1177
Notices .................................................................... 1179
Corrections

Duplicate Publication and Correctjcin............................... II75
Hepatitis-Associated Aplastic Ancrnia......................... 1179

Information for Authors........................ uSo

Ovmd, pmUMid. mmd C ttprigbtid, 1997, tp THE MAttACKUtETTI MEDICAL SOCIETY

1 s= L
= S

4|0586787i

fmfi
iiiiiHliiiiiililtmiiiliHiiil

^ 8-DIGlT 205 
8896 101597 0103 30

C I^IBEWT LIB 
RSCH SVC ^ 

i«eoB
OM DC 20603

N
B
W
-S
P
A
P
E
R

The NEvY EnCia-mO IuuaHaL or MEDIONE (ISSN 0028-4793) a publi^d weekly 
(nmi tdiUliM oflUl* u 10 Shwuck Szitef, Boncwi, MA Oil IS SOO4. Sobicripcion price: 
SI 19.00 (XT me rcriuditiU pOKi^ pM it BottOA inS at additional mailinR officai. 
POSTMASTER; Sand addns changn to PO. Boa *03, Wahham. MA 0MM OS03.

81-14



UL. 1-1 Z' -a /' r rc\-/i*i : c.ut" 1^ 1 orcMK t

The New EngJand Journal of Medicine

SoHndin^ Board

National HIV Case Reporting 
FOR THE United States 

A Defining Moment in the History 
of the Epidemic

Tj EPORTING of patients with AIDS by name 
Ja^(AIDS surveillance) has until now formed the 
cornerstone of the nation’s efibrts to monitor and 
characterize the epidemic of human immunodefiden' 
cy virus (HIV) infection. AIDS surveillance tracked 
the growth of the disease from a small number of 
cases in a few large dries on the East and West coasts 
to a national epidemic and a leading cause of death 
among persons 25 to 44 years of age,' AIDS survcil^ 
lance focuses on the most advanced stage of HIV 
disease, which — in the absence of effective treat­
ment — develops on average 10 years after initial in­
fection. Consequently, the AIDS reporting system 
provides a snapshot of a decade-old epidemic. Inno­
vative antiretroviral therapies arc now finder delay­
ing the progression of HIV dise^ thus significantly 
affecting trends in AIDS reporting. The compelling 
need for accurate monitoring of HIV infection and 
for effective medical and public health interventions 
mandates a fundamental rccvaluarion of AIDS sur­
veillance. In this paper, we present the argument for 
a national system of HIV case reporting in the Unit­
ed States.

AIDS reporting can be understood only by exam­
ining its unique history.* In 1981, shortly after clus­
ters of cases of uniisu^ pneumonia and rare cancer 
were reported among gay men, the Centers for Dis­
ease Control (CDC) dcrcrmincd that the syndrome's 
likely cause was a transmissible agent spread by the 
same routes as hepatitis Even before the virus 
was discovered and an antibody test was approved, 
however, states instituted reporting of AIDS eases 
with names, a measure that generated little public or 
political controversy.* Not until late 1983 did re­
searchers identify the causative agent of AIDS, then 
called the human T-ccll lymphotropic virus type III 
(HTLV-III) in the United States and lymphadenop- 
athy-associated virus (LAV) in France.*-^ The Food 
and Drug Administrarion did not license the anti­
body /test until 1985, and then only to screen the 
nation’s blood supply.* Thus, AIDS surveillance can 
be explained historically; it was predicated on epide­
miologic investigations of an end-stage syndrome 
and implemented before antibody testing for the 
causative agent was available.

AIDS survcilhnce was, and still is, broadly accept­
ed among the community of persons living with 
HIV infection and AIDS. The relatively short period

of patients’ survival, as well as the need for health 
and human services, was thought to ofEcc the social 
risks of surveillance. In contrast, HIV case reporting 
has generated bitter political controversy and impas­
sioned community resistance. Tlie first requiiement 
of HIV reporting, in Colorado, and the early public 
health proposals for HIV surveillance in the mid- 
1980s ignited a firestorm of community protest.* 
Civil libertarians and gay organizations opposed HIV 
ease reporting because they did not trust the gov­
ernment to maintain sensitive registries and they 
were concerned about political retribution, potential 
invasions of personal privacy, and discrimination in 
employment, housing, and insurance.

The United States has recently entered, an era of 
ever more sophisticated advances in the knowledge 
and ueatment of HIV disease. Instead of being a la­
tent infection, as previously believed, HIV infection 
is now known to produce high rates of viral repli­
cation and death of CD4-I- cells soon after trans­
mission.® Recent research suggests that a treatment 
regimen of HIV reverse-transcriptase inhibitors and 
prot<^ inhibitors reduces momlity and delays pro­
gression of disease.*®"^* Persons receiving such a reg­
imen have been found to have lower levels of circu­
lating virus, suggesting that treatment not only 
benefits the patient but may also reduce the risk of 
transmission. Antiretroviral therapy has been shown 
to decrease perinatal transmission of HIV marked- 
]y ivs Although the long-term benefits arc utiknown 
and much research remains to deternune the role of 
treatment in reducing infectiousness, delaying or 
preventing clinical manifestations of disease, and de­
veloping resistant strains of HIV, innovative thera­
pies arc already dramatically affecting the AIDS ep­
idemic.

In 1996, the incidence of both deaths and oppor­
tunistic illnesses due to AIDS declined for the first 
time in the history of the epidemic.’* Deaths due 
to AIDS decreased 23 percent (to approximately 
39,000), and the decline was even greater for certain 
populations, such as homosexual and bisexual men 
(30 percent). In the same year, approximately 56,730 
cases of AIDS were diagnosed, representing a 6 per­
cent decline in incidence from the previous year. As 
more persons infected with HIV are treated, the ef­
fect on these trends should become even more strik­
ing. A CDC survey of HIV-infteted persons without 
AIDS-defining conditions who were receiving clini­
cal care from 1996 through early 1997 found that 
only 5 percent of the 2932 subjects had had an 
HIV-protcasc inhibitor prescribed (CDC; unpub­
lished data). Revised treatment guidelines based on 
the viral burden and numbers of CD4-1- lynrpho- 
cytes include the recommendation that HlV-infcct- 
cd persons be treated loitg before AIDS or the 
symptoms of HIV disease develop,’*

We are at a defining moment in the epidemic of
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HIV infection and AIDS. With therapy that delays 
the progression to AIDS-related illnesses and death, 
HIV infection or AIDS is becoming a complex clin­
ical disease that does not lend itself to monitoring 
based only on end-stage illness. Unless we revise 
our surveillance system, health authorities will 
not have reliable information about the prevalence, 
incidence, aitd future directions of HIV infection, 
the kinds of behavior that currently increase the risk 
of HIV transmission, or the heightened impact 
on specific subpopulations, such as racial and eth­
nic minorities and women. To correa these defi­
cits, we propose that all states require HIV case re­
porting,

CURRENT STATUS OF HIV AND AIDS 
SURVEILLANCE

Since 1981, national, state, and local monitoring 
of the scope and impact of the epidemic has been 
based on AIDS surveillance. Every state has a statute 
or regulation requiring laboratories and physicians 
to report the names of persons with newly diag­
nosed AIDS to health deparunents.‘^ To provide 
complete, timely, and accurate data, ease reports fol­
low uniform standards. The information reported 
includes demographic data, the name of the physi­
cian or laboratory making the diagnosis, the pa­
tient’s risk history, a laboratory analysis, the patient’s 
clinical status, and any referrals for treatment or 
services.** State health departments, in turn, forward 
case reports to the CDC using a soundex code, 
wherein informatioa that identifies patients is delet­
ed and the data are encrypted for aggregation at the 
national level. From 1981 through June 30, 1997, 
state and local health departments reported 612,078 
cases of AIDS to the CDCJ’

HlV-surveiUancc reports are recorded locally and 
forwarded to the CDC by the same system used for 
AIDS cases.“ Twenty-six states require that HIV 
ease surveillance of adults and adolescents who test 
positive for HIV antibody remain confidential.^* In 
addition, Florida and New Mexico plan to begin 
HIV surveillance in late 1997 or early 1998. Three, 
other states conduct HIV surveillance for pediatric 
cases only." Tlie 26 states currently requiring HIV 
ease surveillance for adults and adolescents, however, 
account for just 24 percent of the AIDS cases re­
ported to the CDC through 1996.*’ Of the 10 states 
with the highest rates of reported AIDS cases in 
1996, only New Jersey and Louisiana conduct HIV 
case surveillance.

Thus, AIDS reporting remains the primary focus 
of national surveillance. Some legislators and mem­
bers of the public question whether concern about 
civil rights and privacy has taken precedence over the 
health of the community,*®**^ and whether HIV in­
fection and AIDS have been treated differently from 
other infectious diseases,^®'^’

JUSTIFICATIONS FOR NATIONAL HIV 
CASE REFORTING IN THE UNITED STATES

We believe that multiple methods of surveillance 
for HIV infection and AIDS (c.g., reporting, in- 
depth interviews, medical-record reviews, urtlinked 
scroprevalence surveys, and sampling of representa­
tive populations) covering the full spectrum of the 
disease would promote the public’s health."'** In 
particular, a national system of confidential HFV ease 
reporting would improve our understanding of the 
epidemic, help to target prevention and public health 
services, provide a link to health and social services, 
and result in better allocation of resources."-**

MONITORING THE EPIDEMIC
A national HlV-survcillance system would mark­

edly improve epidemiologic assessments of the epi­
demic and help to answer vital public health ques­
tions: How many people in the United States arc 
infected with HIV? How many of these infections 
arc newly acquired and diagnosed? How were these 
newly diagnosed infections contracted? Are persons 
with HIV infection receiving appropriate medical 
and social services? How effective is treatment, and 
what strains of HIV are becoming resistant to treat­
ment? Which communities have the highest rates of 
new infections?

The national HlV-surveillancc system we propose 
would yield relevant data about various aspects of 
the epidemic. First, the system would monitor the 
metliods by which HIV infection is acquired and 
transmitted by measuring the precursors to infec­
tion, such as risky behavior and modes of transmis­
sion (e.g., sexual contact, perinatal transmission, 
of shared needles, and accidental needle sticks). Sec­
ond, data collection on recent HIV infections would 
offer a window on the emerging trends of the epi­
demic. Third, monitoring HIV-related deaths would 
improve understanding of the number of persons 
with,HIV infection and the characicristics of those 
for whom treatment fails. Finally, a national HIV- 
surveillance ^stem would collect Uboratory markers 
of disease sewrity (e g., HIV RNA and CIM-f val­
ues) and monitor preventable opportunistic illnesses, 
thus enabling health authorities to characterize the 
natural history of HFV disease and to evaluate the 
access to and efficacy of medical treatment.

TARGETING PREVENTION AND PUBLIC 
HEALTH SERVICES

An improved monitoring system would help tar­
get and evaluate effective prevention services, iitclud- 
ing population'based testing, counseling, and edu­
cation. By directing scarce resources to geographic 
areas and subpopulations witli the greatest needs, 
health authorities could most efficiently reduce HIV 
transmission. Research suggests that targeted servic-
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cs to prevent HIV infection are effective in both 
averting .infections in high-risk populations and re­
ducing costs.^ Enhanced surveillance is useful in 
conwunity planning for the prevention of HIV in­
fection, implementing public health strategies, and 
evaluating their efficacy. For escample, a recent anal­
ysis by the CDC found that, in 1993, states con­
ducting HFV surveillance were able to identify 49 
percent of the children bom to infected mothers, as 
compared with S percent in states that reported 
AIDS alone,*^ These types of data could enable 
sutes to develop more effective strategics (e.g., test­
ing, counseling, and treatment) to reduce perinatal 
transmission and provide services for HIV-infected 
tnotheis and child^.

LINKING PERSONS WITH HIV INFECTION 
TO HEALTH EDUCATION, TREATMENT, 

AND PARTNER-NOTIFICATION SERVICES
HIV surveillance benefits people with HIV infec­

tion Or AIDS by providing them with a connection 
to health education, treatment, and simport services 
for voluntary notification of partners.” Where HIV 
infection is reportable, public health authorities have 
greater ability to ensure timely refetrals for health and 
social services. Studies suggest that client-centered 
counseling and health education reduce the risk of 
HIV transmission.”'^' Ptrsons with HIV infection or 
AIDS who receive early treatment arc more likely to 
live longer and to lead higher-quality livcs,**'^* More­
over, case reporting makes it easier to no^ the sex­
ual and needle-sharing partners of persons infected 
with HIV and to refer them for treatment.**’^ 

Improved surveill;ince will not, of course, ensure 
that persons with HIV infection receive services. 
There are many barriers to health and social services, 
notably those related to cost, geographic accessibility, 
and culture. Public health agencies have long provid­
ed government-funded counseling, treatment, and 
partner-notification services for persons with sexually 
transmitted diseases. HIV survciUance would receive 
more enthusiastic community support if it. too, were 
explicitly linked to health and human services,

ALLOCATING FUNDING
Historically, the allocation of resources has been 

based on AIDS-survcillance data, particularly for 
programs falling under the purview of the Ryan 
White Care Aa and other federally sponsored ef­
forts, Data on AIDS were used because they were 
universally available and provided a standardized and 
representative accounting of the number of penons 
with severe HIV disease.

Health care planning based on trends in HIV in- 
firetion instead of AIDS, however, would provide a 
more accurate assessment of the distribution of the 
infected population, the number of people gaining 
access to treatment, and the kinds of providers of­

fering tr«tment. ^kcurare estimates of the current 
status and future directions of HIV infection could 
mobilize political opinion in favor of greater and 
more enduring funding for surveillance, prevention, 
research, and treatment. There is a dwger that the 
trend toward deceasing numbers of AIDS cases may 
be mista^nly viewed as reflecting a similar decline 
in HIV infitetion. Similarly, political efforts to pro- 
tea ffie health of women, ^Idren, and racial mi- 
nprities would be best served by surveillance that re­
veals the nature and extent of HIV infection in those 
groups. As compared with AIDS, for instance, a 
higher proportion of the cases of HIV infection re­
ported in 1996 occurred among women (AIDS, 20 
percent; HIV infection, 30 percent), African Amer­
icans (AIDS, 48 percent; HIV infection, 55 percent), 
and young people 13 to 24 years of age (AIDS. 
4 percent; HIV infection, 17 percent) (unpublished 
data),

Eligibility for Medicaid is currently tied to the 
epe definition of AIDS, Tliis system creates hard­
ships for people with HIV infection and for the laig- 
cr community. To become cUgible for Medicaid, 
poor people with HIV infeaion must wait until they 
either become seriously iraraunologically impaired 
or acquire opportunistic infections. Since combina­
tion therapies are prohibitively expensive (averaging 
$12,000^ to $18,000 annually),*® poor people may 
not have access to treatment. As a result, untreated 
persons with HIV infection may have high levels of 
circulating vims rendering them more infectious, 
less likely to live independently and maintain their 
employment, and more likely to require costly hos­
pital care.*^ Given the changing pattern of the epi­
demic and the markedly improved clinical outcomes, 
rational decisions about the allocation of resources 
and eligibility for government benefits cannot con­
tinue to be based on the CDC’s current definition 
of AIDS.*7

THE BEHAVIORAL AND SOCIAL IMPACT 
OF NAMED HIV REPORTING

The most telling objections to HIV surveillance 
are behavioral and social and relate to issues of vol­
untary testing, privacy, and discrimination.** Public 
healch authorid^ and communiry representadves 
share a single core concern about HIV case report­
ing: that it might deter people from being tested 
and seeing care.*’ Persons at risk for HIV infection 
are advised to undergo testing to receive needed 
counseling and treatment.*® If such persons are re­
quired by law to report their names to health offi­
cials, will they decline to be tested or delay seeing a 
physician?

Although definitive studies have yet to be pub­
lished, preliminary data indicate that HIV case re­
porting docs not provide a distina disincentive to 
testing. However, a survey of 2387 persons at risk for
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HIV infection showed that only 31 percent of the 
respondents in states where HIV infection is report­
ed were aware of case reporting. Since most respond­
ents did not know the legal requirements of their 
states, they were unlikely to have altered their behav­
ior ^ausc of them. Respondents also said they 
were more likely to be tested for HIV if the testing 
was anonymous.*® Additional studies emphasize the 
importance of alternative test sites in encouraging 
voluntary testing.** ** More work is necess^ to en­
sure community acceptance of ease reporting.

ANONYMOUS-TESTING OPTIONS
We recommend altcnwtive test siOM {offering 

anonymous testing) as an important adjunct to a na­
tional system of HIV case reporting. Currently, 10 
sutes do not offer alternative test sites (Alabama, 
Idaho, Mississippi, Nevada, North Carolina, North 
Dakota, South Carolina, South Dakota, Tennessee, 
and Wyoming), The potential health consequences 
of failing to offer anonymous HrV testing include 
delays in testing and care, increased blood donations 
by people at risk for HIV who seek anonymous test­
ing, and less accurate HIV surveillance l^came of 
false information given at confidential testing sites.®* 
Persons who purchase home testing kits possess the 
means to be tested anonymously. Considerations of 
equity, as well as public health, militate in favor of 
free public access to anonymous HIV testing in all 
jurisictions.

THE NEED FOR PRIVACY OF HEALTH 
INFORMATION

Stria privacy and security of HIV data arc neces­
sary to ensure the success of a national system of 
HIV case reporting. Persons with HIV or AIDS have 
potent reasons for desiring privacy. Not ordy is HiV 
infection a serious and cc^y disease, but its disclo­
sure may also expose intimate information about a 
person’s sexual or drug-using behavior. In addition, 
physicians and patients may perceive the reporting of 
test results, demographic information, and risky be­
havior to a government agency as a breach of trust.*^ 
Unauthorized disclosures, moreover, may embarrass 
the patient and result m discrimination in housing, 
employment, and health care.

Health departments have a strong hi^ory of 
maintaining the confidentiality of reported informa­
tion, but community anxieties have been heightened 
by well-publicized invasions of privacy. In Florida, 
for instance, a health official, without authorij»tion, 
publicly revealed names from an HIV registry.** The 
judiciary has sometimes ordered HIV data to be dis­
closed for the purposes of litigation.®’ Moreover, 
state legislatures may abuse HIV s^eillance for po­
litical purposes. For example, lUinois enacted but 
never implemented legislation requiring the health 
department to identify HIV-positive health care

workers by aoss-matdiing the state AIDS registry 
against health care-licensure records.*®

The most stringent legal protections of privacy 
apply to government-held health information (in­
cluding records maintained by state and local health 
departments) and particularly to HIV data.**^ The 
Supreme Court i^uires that states provide rea­
sonable levels of privacy and security for reported 
health data.** Virtually all states protca the pnt^cy 
of government-held data by statute. In addition, 
most States have enaacd HIV-spccific privacy legis­
lation that imposes striacr standards for HIV infor­
mation,®* Furthermore, the federal government of­
fers an assurance of confidentiality for surveillance 
information about HIV infection and AIDS, prohib­
iting the use of personally identifiable data for any 
purpose other than that for which it was provided 
(unless the supplier of the information has consent­
ed to an alternative use),*® The Americans with Dis- 
abUitics Act of 1990 also proscribes discrimination 
in employment, public accommodations, and public 
services for persons with HIV infection or MDS.** 

Privacy problems with HIV data already exist. The 
names of persons with HIV mfection have already 
been entered into other data bases, such as tho« 
of Medicaid, drug-assistance registries, public 
health reg^trics for other rcponablc conditions. Sen­
sitive HIV data are also colhxtcd, storta^ and widely 
used by insiux^ managed-care organizations, and 
researchers.
UNIQUE IDENTIPIBBLS: AN ALTERNATIVE 

TO NAMED SURVEILLANCE
A key privacy principle holds that public health in­

formation must be the narrowest in content, the 
least identifiable and sensitive, and disclosed to the 
fewest possible to achieve the public health pur­
pose.** Consequently, HTV surveillance that could 
be conduacd as effectively, or more so, without re­
vealing the patient’s identity would be preferred to 
reporting by name. Methods such as computer en­
cryption and the generation of unique identifiers 
that do not include the patient’s name permit the 
collection and storage of data in virtually unidentifi­
able form. At present, though, these methods arc 
not routinely used, because unique identifiers do 
not yet provide high-quality, unduplicated HIV data 
at a reasonable cost.

Two states — Maryland and Texas — currently con- 
dua HIV surveillance using unique identifiers with­
out names. These identifiers consist of the last four 
digits of the Social Security number, birth date, sex, 
and race, l^th states have found that their daa con­
tain a substantial number of incomplete and difScult- 
to-match records, In contrast, countries such as Aus­
tralia and the United Kingdom routinely use coded, 
anonymous HIV-survcillance systems, but their lower 
rates of HIV infection and the stnicturcs of their
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health care systems lintit the application of their 
methods.*^'^

Anonymous reporting complicates the task of ob' 
laining complex data about risky behavior and nat­
ural history — the type of information that is avail­
able from interviews with physicians and patients 
and from reviews of medical records, and that is cur­
rently accessed through the patient’s name.

THE FUTURE OP HIV SURVEILLANCE
Reporting requirements involved an enduring 

conflict of values between individual ri^ts to priva­
cy and the collective good of society.®^ Perhaps the 
initial resistance to HIV case reporting was warrant­
ed by the sensitivity to a new and frightening disease 
that placed a di-sproportionate burden on disfevored 
populations. Baffling science for years, the disease 
left people who had HIV infection and their part­
ners without the benefit of effective treatment. Giv­
en the need for privacy and the near absence of ef­
fective interventions, mdividual rights were thought 
to outweigh the benefits of HIV surveillance.

With advances in science, medicine, epidemiology, 
and law, however, we are now at a very different 
point in rite history of the epidemic. Collective jus­
tifications for a national system of HIV case report­
ing are compelling. HIV reporting would improve 
our understanding of the epidemiology of the epi­
demic; prevent infections by' targeting scarce re­
sources for testing, counseling, education, and part­
ner notification; benefit persons with HIV or AIDS 
and their partners by providing a link to medical 
treatment and other human services; and promote 
more equitable allocation of government funding.

Our recommendation for a national system of 
HIV case reporting — emanating, as it does, from 
the public health, advocacy, and academic commu­
nities — is a positive example of partnerships be­
tween public health officials and communities. This 
collaboration will lead to an HIV-reporting system 
that is both scientifically sound and protective of 
personal privacy.

LivwRENCE O. GOSTIN, J.D.
Georgetown University Law Center 

Washington, DC 20001

John W. Ward, M.D.
Centers for Disease Contiol and Prevention 

Atlanta, GA 30333

A. Cornelius Baker
National Association of People with AIDS 

Washington, DC 20005

This article was based on a national consultation on HIV Sur­
veillance conducted by the CDC and the Council of State and Ter 
ritorial Epidemiologists held at the Carter Presidential Center in 
Atlanta on May 21-22, 1997.
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